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Summary

Introduction

Healthrelated stigmds defined as a process which persons with certain health clitions face
adverse perceptions and attitudes from society. Therefeadthinelated stigma scales can be used to
assess thievels of stigmaalthough thgoredominantlynegatively phrased items raise concerns. The
literature emphasizes the importance of a healdied stigma measurement tool comprised of
positively or neutrally phrased questions, which may prevent the reinforcement of negative attitudes
among participnts. Therefore, a prototype called the Positive Stigma IngRBY) was developed by

NLR and it measures healtblated stigma among community members and healthcare workess.
commonly used generic stigma instruments,Bkplanatory Model Interview Catalogue Community
Stigma Scale(EMIC-CSS) and theSocial Distance Scal€SDS) were used as a source for the
development of thBSL However, théPSlhas yet to be validated in a field conté&Xterefore, lhis study
focuses on the cultural validation of tR&lin the field of leprosy in Nepaleprosy isa neglected
tropical diseas€NTD) that is highly endemic in Nepal, primarily affecting poor populations. This
disease can cause physical impairments and those who are affected encounter social stigma, limiting

their participation in society.

Objectiveand theoretical framework

This study’'s research objective is to prevent
leprosy, by testing the cultural validity of a neutrally phrased instrumem3héor measuring leprosy

related stigma in Nepallhe r e b y , C 0 mmu n ispestivesregamdingthe BS| scaleand its

itemswi | | be examined, as well as the [Jdoasdessthg pe’ s
cultural validity of thePS| a framework coposedof the model of equivalencey Stevelink &van

Brakel (2013)which uses newly developed definitionembined with the quality criteria for measuring

the psychometric properties provided by Terwee et al. (20@8 used in this study.

Methods

This validation study used a mix@sethods approach in an exploratory sequential marniries.
gualitative (first) phase was aimed at assessing semantic, item, and operational validity Qif the

the quantitative (second) phase, psychometric properties ¢fSheere analysedn the first phase
semistructured interviews were conductatith fifteen community memberdata derived from the
semistructurednterviews were transcribed and translated into English and subsequently analysed using
ATLAS.ti software ThePSlwas then refined based on the qualitative restilie. SDS(n = 100) the

PSI(n = 100) and theEMIC-CSS(n = 50) wereintervieweradministeredn the second phas€orty-
eightrepeat interviews for theSlwere conductedith the same participants after seven to ten days

measurahe reliability of the scale. &tacollectedfrom the quantitative phase were used to assess the



P S| measurement validityby analysingthe following six psychometric propertiesnternal
consistency, criterion validity, construatalidity, reproducibility, floor and ceiling effects, and
interpretability. Data from the SDS and EMICSS were necessary for the assessmegritefion and

construct validity.

Results

The gualitative results proved appropriate item and operational validity f&Sh&lowever,multiple

adjustments to thecalewererequiredto increase the semantic validiginceseveralPSlitemswere

poorly understood by the community membdtsamples wer@addedto eachPSlitem to helplow

literate participants to better grasp the iteltessn 8( 6 Woul d t he family member o
feel comfortabl e t al kwasmgodifieth aitwaschaliengingdor redpandents f r i e n
to distinguish between the affected person and his/her family members. In addition,(ltéMb u | d a
community member feel c omf or t amMadnet pdraphrased gorrectyar a

by multiple participants, and thereforhe example for this item was adjusted to ensure correct

interpretations.
The quantitative results demonstrated a lowitetal correlationforitem18 6 How of t en i s t he
own name used instead of the name ¢ |anditsrenoyal pati e

slightly incr eas ofthe P33l Base@ onchisblteans 18'was reanbvedfram Bsd
scale Additionally, there was a statistically significant correlation betweerP®Bland S sum scores

(r = 0.403 p < 0.05. However, nostatistically significant correlation wasbservedietween thd>SI
andEMIC-CSSscoresNevertheless, theonstruct validityof the PSIwasstill rated positively because

its correlationwith the EMIC-CSSwasnearly significantThe lower sample size for tHEMIC-CSS
could explain the nosignificance implying that a larger sample sizmuld result in an improved
assessment afonstruct validity The remaining psychometric properties were also rated positively

according to the quality criteria specified by Terwee et al. (2007).

Discussion andonclusion

Overall, we can conclude that the PShisulturally valid scale for measuring lepragyated stigma
amongMaithili-speakingcommunity members as all validity criteria (semantic, item, operational, and
measurement) were mafter making the necessary adjustmenithis suggests that the PSI may be
promisingand applicableas a generic measurement tool for other stigmatised health conditions
culturedlanguages However additional researchwith other target groupsstigmatised health
conditions/neglected tropical diseasasd in other cultural/language settingseededo improve the
applicability of the PSIIt is alsocrucial to validate the PSI in the Nepali languagekingthe scale
applicablefor the entire population in Nepdllore research is also necessary for conducting more
EMIC-CSS interviews, in order to improve the assessmestmdtruct validityof the PSI.
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1. Introduction

Healthrelated stigma s a soci al process that involves soci

individuals, groups and identities linked to a certain health condition (Turan et al., 2019; Weiss &
Ramakrishna, 2006)This processinvolves negative attitudes, values, and beliefs along with
discriminatory behaviours, practices, and polittegards individuals affected as well as their families
(Turan et al., 2019)t has been demonstrated that people with a stigmatised condition experience less
opportwities in their lives (Akbari et al., 2023; Peters et al., 2017). This implies that stigma is a barrier
in seeking healthcare, social relationships, and employment, which leads to limited participation in
society (Hofstraat & van Brakel, 2016; Peters gt2f117; Stangl et al., 201%Btigma can be driven by,

among others, fear of transmission, perceived unattractiveness, cultural values and beliefs, or a lack of

knowledge (Sermrittirong & van Brakel, 2014; Stangl et al., 2019).

Stigma has a significant impaah the daily lives of people affected lgprosy, which iknown as a

NTD. Leprosy is caused bylycobacterium lepra¢Mitra & Mawson, 2017; van Brakel et al., 2019).
This bacterium affects the nerves and may cause physipairments, limiting activities that require

the hands, feebr eyes (Mahato et al., 2023; Romero et al., 2012). Leprosy is associated with poverty,
which is why this disease is more common in tropical countries with a large proportion of poor people
(Mitra & Mawson, 2017; van Brakel et al., 2019).

Nepal is a tropical country where leprosy is highly endemic, with approximately 3000 new cases
reported yearh{Mitra & Mawson, 2017; World Health Organization, n.dr) Nepal, leprosy remains
feared and negative attitudes towards people affected are still prevalent among community members
who are the focus of this stu@pdhikari et al., 2013; De Stigter et al., 2000; Marahatta et al.,;2018
Peters et al., 20)7Community membes mayavoid people affected because of fear of infectiod

believe that te health condition might be associated to supernatural causes (Peters et al., 2017). The
primary cause for this behaviour is a lack of awareness about leprosy or its transmission (Akbari et al.,
2023).

Specifically visible impairments, such as skin lesions or wounds, are associated with high levels of
stigma Dijkstra et al., 2@4; Hofstraat & van Brakel, 2018/arahatta et al., 2018; van Brakel et al.,
2019). Negative behaviour and the fear of being excluded from the community motivates people with
leprosy to hide their condition from their environment (Adhikari et al., 2014; Marahatta et al., 2018).
Concealinghe disease, because of anticipated stigma, forms a barrier to seeking healthcare (Adhikari
et al., 2014)Leprosyrelated stigma may also lead to shame, issues in social relationships, employment,

and food sharing (Peters et al., 2017). This has negativeequences on the socioeconomic status,



physical and mental webleing and thereby the quality of life of individuals with leprosy (Marahatta et
al., 2018; Peters et al., 2017; Thapa et al., 20238 Dorst et al., 202&an Netten et al., 2021

To improve the quality of life, masurement instruments are essential for a better understanding of the
stigma process, determining the level of stigma in a particular context and evaluating the effectiveness
of interventions focusing on stigma reduction (van Brakel, 200&3refore, @rious tools have been
established to measure healtated stigmaThese tools focusn different health conditions, such as

HIV or leprosy (Berger et al., 2001; Peters et al., 2017), and perspectives from differentigogulat
such as affected individuads community member@Bogardus, 1933; Weist al., 1992; Srinivas et al.,

2018).Two commonly used instruments to measure healdited stigma are tHeMIC-CSSand PS.

In recentyearsthere ismore awareness literature abouadverse terminology in existing heaftddated
stigma toolg(Peters et al., 2014Expertsexpressedheir concerns about the negative phrasing of the
EMIC-CSSitems, such adn your community, dogsondition] cause shame or embarrassniéimMol

etal., 2023; Peters et al., 2014). Phrasesliseh aondeedmb a r r ars reegatvalyt Idaded and may
unintentionallyreinforcer e s p o npdtential negativeand insensitiveattitudestowards affected
people. Itis crucial that stignassessment tools should not cause discomfort regarding individuals with
a stigmated condition (Peters et al., 2014). To prevemforcement oktigma towards individuals

with a certain health condition, stigma scales with positively or neuphilysedjuestions are needed.
TheprototypePSIwasrecently developeldy NLR, to measurestigma among community membeursd
healthcare workeraisingpositively or neutrally phrased itentsor developingthe PSI items, the SDS

was used since this scale consists of neutrally phrased questions. TheCEMI@as also used as a
source for designing the PSI, because the SDS does not measiaspects of community stigma,
whereasghe EMIGCSS doegseehealthrelated stigma scaleim Chapter 2.2)However thevalidity

of the PSI has yet to be tested in a field study. To prevent biased findings and subsequently incorrect
conclusions, it is critical to culturally validate new stigma tools (Peters et al., 2014). Therefore, cultural
validation of the PSin the context of healthelated stigma is essential before the instrument can be

applied in practice (Stevelink & van Brakel, 2013).

Hence,th s s tesedrgh’olgective is to prevent the reinforcement of stigma towards people affected
by leprosy, by testing the cultural validity afneutrally phrased instrumetiie PS] for measuring
leprosyrelated stigman Nepal Herein, the research question of #tisdystatesTo what extent is the
Positive Stigma Inquiry (PS8 culturally valid measurement tool fassessing leprosselated stigma
among community members in Nepa@iterefore the perspectives of community members regarding

the PSI and itgemswill be studied, and tdeterminavhether the prototype accurately measures stigma.



2. Contextual background

2.1 Leprosy in Madhesh province, Nepal

Nepal is alow-middle-income country (LMIC)and despite thgovernment declared leprosy as no
longer a public health concern in 2088 country is still endemic for leproggth approximately 3000

new cases reported year(Mahato et al., 2023; Taal et al., 202Rgprosy remains high endemic in
Madheshprovince (40%), alsoknown as Province 2 and is regarded as the poorest region of Nepal
(Mahato et al., 2023Shah et al., 2022)his study was conducted iha DhanushaMahottari, and
Sarlahidistricts, located in Madhesh province in therai region oSoutheast of NepalVe collaborated

with the Lalgadh Leprosy Hospitalvhich is locatedn the Dhanusha district. This was a suitable
location to validate the PSI scale since the hospital has good relationships with communities in the
abovementioned district\ccording to thecity population Dhanusha has 867.747, Mahottari has
706.994, and Sarlahi has 862.470 residents (Population Statistics, Charts, Mapadiot Lod.).The
number of new case detection for leprosytlie Dhanusha district is 38.66 / 100.000 population
(Department of Health Services, 20ZBhenew case detection rate for leprasyahottari and Sarlahi

districts is not known.

2.2 Health-related stigma scales
Different toolshave been developéd assess healitelated stigma. For this study, twommonly used
stigma scales have been ws#lil forthe validation ofthe PSI. Before the PSI will be discussed, it is

essential to first understand the origin and purpose of these-helaltd stigma instruments.

The Explanatory Model Interview Catalogue Community Stigma Scale

One frequently usedexample of a healtlelated stigma scale the Explanatory Model Interview
Catalogue (EMIC). This scale is developed to assess perceptions and beliefs in the field of leprosy and
mental health in India and is derived from the
Peters et al., 2@ Weiss et al., 1992). The development of the EMIC was driven by the knowledge
gained from research focusing on how culture affects diseases and mental health in tropical countries
(Weiss, 1997).

Based orthe EMIC, the EMIGCSSwas established to assess theepptionof participants regarding

the behaviar of their peergowardspeople with stigmasing conditiong/AppendixVI.l). The EMIG

CSS haslsobeen usedh the field of leprosy in different cultures and consist$ifeden items. This

scale covers various facets of life that may be influenced by stigma (Ballering et al., 2019), such as
concealment, avoidance, pity, shame, being made furegfect and marriagghe EMIGCSS has

been culturally validateoh Indonesiaby Peters et al. (2014) for the Stigma Assessment and Reduction
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of Impact (SARI) project andsedin the studyby Mieras et al. (2020p measure leprosielated stigma

among community members in Nepal.

The Social Distance Scale

Another example of a healtielated stigma scale the Social Distance Scale (SDS), whibhs been
developedby Bogardus (1926) (Peters et al., 2014). The SDS interview was originally established to
assess acceptability levels of relationships or interactions between Americans and individuals with
different ethnical backgrounds. Social distance can be defiiedjasa des and degrees of
and intimacy which charactese per sonal a n d(Paskp1®23)The SD® ihctutlee o n s 0
vignetteand sevenitems reflecting differenhypotheticalsituationswith a person with the condition
studiad, such as renting a room, common place of work, neigtiiood, member of the same social
circle, personal job brokering, marriage into someone's family, and chil@&ppendix VIl .l). The
interview starts with reading the vignette about a person affected by a sseghtatndition, for instance
leprosy. Then, respondents cemlicate the degree to whiclthe interviewee wants to keep social
distance towardthe persordescribedn the vignetteusing a Likertresponse scal&ocial distance is
interpreted as represented attitudes and emotions (fear) regarding the condition Bhislszhlehas

also been validated in the stuly Peters et al. (2014) andsedin the studyby Mieras et al. (2020).

2.3 Development of the PSI

Theliterature highlights theeed for a healthelated stigma scale that comprises positively or neutrally
phrasedtems assessing all aspects of stigma. Since the SDS consists of neutrally phrased items, this
scale was useak an exampl®r the development of the PiE#ms However, the SDS does not measure
all components of stigmahe EMIGCSS is a generic scale widely used to measure heditted
stigma(van Brakel et al., 20)9Hence theEMIC-CSSwasalsousedas an exampl® develop the PSI
since this scaleneasuresnostaspects oEommunitystigma.ln comparisorto studies examingnthe
perceptionsof affected individual®r community members concernihgalthrelated stigmathereis a
lack of studies focusing omcales measurinigealthcare workestigmaor perception®f patientswith
stigmatised conditiong he PSI was developed fill this gap.The PSlis a scaleusing onlypositively

or neutrally phrased iten@med ataissessing stigma among community membweith,a subscale for
measuring stigma amongealthcare workerspecifically(de la Paz, 2023)n this study thefocuswill

be solely on community members.

TheEMIC-CSS and Health Care Provider’'s Attitudes scae
were sedas a bas and a@ptedto develop the PSI with positively or neutrally questi¢Bsnivas et

al., 2018; Weiss et al., 199Zyhe WarwickEdinburgh Mental Wellbeing Scale (WEMWBSYor

instancejs composed of positively phrased scale items which assesgl wellbeing from a positive

perspectivebut it can also measure poor mental wellbeffignnant et al., 2007)t is essential that

11



healthrelated stigma scales with positively or neutrally phrased iteftect the samexperiences as
negatively phrased stigma scal@éberefore, the PSI should have posiiee neutrally phrased items

that do not have an impact on how participants perceive a certain health coRditiasing simply on
collecting positive experiences through positive phrasing may influence the outcomes (Mol et al., 2023;
Reeves et al., 2022).

ThePSlhas been developed in consultation with various stigma eXpartslifferent parts of the world
(de la Paz, 2023)The prototype measures heakltelated stigma amongommunity members and
healthcare workerand consists adighteeritems (Appendi®/.l1). The firstthirteenitems ofthe PSlare
based on th&EMIC-CSSand aim toassess stigma amothgth community memberand healthcare
workers The remainindive itemsarebased orthe HCPA scale andim to measurstigmaamong
healthcare workerspecifically. Moreover, the $oint Likert scale formatNone of the time (1)Rarely
(2), Some of the time (3)Often (4),All the time (5)) originates from the WBMBS. These answer
options arewidely understood across cultures and langua@esing the development phase, an
additionaloption— (0) I do n know—was added to the response scREspondentare asked tgelect
the option (0 to 5) that describes thad@rceptionsegarding each itelmest(Tennant et al., 2007%ince
this part of thestudyis focused orcommunity members, only thast thirteenscale items willbe

included in the studyand the sulscale targeting healthcare workers will be left out

12



3. Theoretical background

Two theories-the model of equivalence and the quality criteria for psychometric properties of health
related instruments will provide the theoretical foundation. These theoaémng with its relevant
concepts will badiscussedn the following section Subsequentlythe conceptual framework for this

studyis proposedfollowed bythe subresearch questions.

3.1 The model of equivalence

The model of equivalendsy Herdman et al (1998 a framework developed to assess diffevensions

of one healthrelated instrument in a cressiltural application An example would be a validated
English version of astigmascale and a newly translated version in a local languageivalence
represents the degree of similarity between the instruments among different cultures (He & van de
Vijver, 2012).Crosscultural validation igshe procesof determiningvhether instruments developed in

one cultureare applicable and equivalent in anotlfgiuang & Wong, 2014).The crosscultural
validationprocesss essential because concepts such as stigagebe understood differently in another
culture. Thissuggestshat it is important to first assess the cultural validity of headthtednstruments
created in one culture but intended for use in anofffex. model of equivalendsy Stevelink & van

Brakel (2013)s usedto assess the craessiltural validation of instruments. This model is adjusted from

the original model developed by Herdman et al. (1998) andsists ofconceptual, item, semantic,
operational, and measurement equivaleri¢svelink & van Brakel, 2013)These domains should be
considered for achieving a culturafjuivalenceof the adapted instrumenEigure 1 presents the
framework for the crossultural validation process including the definitionsof the different
equivalencesCultural equivalence is not indicated in Figdrbut is definedaBt he ext ent t o
i nstrument is equally suit ¢ievelink & varr Brakeg 2013)[le t wo
frameworkin Figure 1 is adopted from the studyy Peters et al. (2017), and the definitions of the
equivalences originates from Stevelink & van Brakel (2013). Additional discussions of thel@ueva

concepts are included in Appendix
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Equivalences ‘ ‘ Definition and when achieved

Refers to how the underlying concept(s) of the scale are conceptulized in the new context and culture,

Conceptual . . - : . L
icep It is achieved when the same relationship to the underlying concept(s) exists in both cultures,
Equivalence :‘V\’ S L : . .
primarily in terms of domains included and the emphasis placed on the different domains.
Item Explores whether items are equally relevant and acceptable. It is attained when items
Equivalence estimate the same parameters of the concept(s) under study.
Semantic Is concerned with language. It is achieved when a similar meaning of words and
Equivalence concepts is transferred and when a similar effect on respondents is obtained.
Operational Concerns with the suitability of the questionnaire format, instructions and mode of
Equivalence administration. It is attained when these do not affect the results.

Measurement Refers to the psychometric properties of the scale and is reached the psychometric
Equivalence properties of the adapted version are acceptable.

Figure 1. Framework of the protocol for a cressltural validation process. The framework i®pied

from the studypy Peters et al. (2017), which derived the definitions from Stevelink & van Brakel (2013),

adjusted from Herdman et al s study (1998).

Equivalence implies that the results from the B& comparable to another version of the same

instrument, e.g., ranslated version (Herdman et al., 1998). Howdés is not applicable to this study
because theriginal (English version of the PSI has not been validatet Therefore, we cannot speak
of semantic, item, operational, measuremamd cultural equivalenc€or the purpose of this study, the

term equivalence is altered into validity”

item, semantic, operational, measurement and cultural valldigyterm walidity is more appropriate to

o

use andindicates the degree of how effectively an instrument assesses the parameters it claims to

measure (Dunn, 2020)lew definitionsfor the cultural validity domainaere createtbgethemwith the
researctlteamandare illustrated in Tablé. Herein, an adjustment has been methe definition of

measurement validitisee Tabld).

Table 1. Newly developeddefinitionsof the cultural validity domai

Type of validity Definitions

Conceptual validity ‘ T lexéent to which the instrument reflects the underlying concept in the tar
culture, primarily in terms of domains included and the emphasis placed on

di fferent domai ns.

Item validity CAL items are relevant forcuandraeac
Semantic validity ‘The meaning of the words and expr

well wunderstood without additional
Operational validity ‘The questionnair e faimimsirdtion andmnespbnseal ¢

scales are appropriate and wuser fr
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Measurement validity ‘The psychometric properties of tF
Terwee et al. (2007)."°

Cultural validity ‘“The extent to which an instrument

cul ture.’

3.2 Quality criteria for psychometric properties of health-related questionnaires

Various studies have suggested guidelines for evaluating Wreldthd questionnaires. The Scientific
Advisory Committee (SAC) of the Medical Outcomes Trust is a widely resegjariterion. However,

these studiesncluding SAC did not propose criteria for identifying good measurement properties
(Lohr, 2002) Terwee et al(2007) established a framework to measure the design, methodology, and
outcomes of research focused on the development and evaluation ofrheattremennstruments.

The quality criteria are necessary to compare the content and measurement properties between existing

guestionnaires to define what the most effective tool is in a certain context.

The studyby Terwee et al. (2007) proposes eight psychometric properties that are needed to achieve
measurementalidity, which are (1) content validity, (2), internal consistency, (3) criterion validity, (4)
construct validity, (5) reproducibility, (6) responsiveness, (7) floor and ceiling effects, and (8)
interpretability.Content validityrefers to the degrete which the concept of interes represented by

the questions of the healtblated instrumentnternal consistencyneasures the degree of adation

between the questions in an instrument; in otherds,if items assess the same concePtiterion

validity addresses the degree to which scores from a specific instrument matches the scores from a
measurement tool that is considered as a golden sta@tarstruct validityrefers to the degree to how
scores from a certain instrument corresponds to other measures in a way that is compatible with
theoretical hypothesis related to the concepts that are being asdesgeatiucibilityinvolves the

degree to which repeated tests among stable individuals yield similar results. This psychometric property
distinguishesagreement and reliabilitgs separate concepsgreementefers tohow well repeated

scores match each other when the test is perforiweze on the same individuallt assesses
measurement erroA small measurement erroriimportantto distinguish clinically important changes

from measurement erroReliability refers to the exterto whicha distinction can be made between
persongdatients, regardless of measurement eResponsivenegssoncer ns t he question
to identifychangesver time, regardless of whether these are mionr and ceiling effectare present

if 215% of the respondents reached the lowest or highest potential Jdusasdicates the sensitivity

of the instrumentat the lower and higher eraf its score scaleinterpretability is aboutassigning

gualitative meaning to quantitative scores.
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3.3 Conceptual framework

For this studythe model of equivalendey Stevelink & van Brakel (2013using thenewly developed
definitions from Table ), is combined with the quality criteria for measuring psychometric properties
provided by Terwee et al. (2007) (Fig@e The combination of these two mod@st usingthe cultural
equivalence domains with itsriginal definitions instead of our newly developed definitiprisas
previously been used in the study Peters et al. (2014), to measUeprosyrelatedstigma among
community members in Indonesind in the studpy Dijkstra et al. (2024), to crossultural validate

two scales to measure mental wellbeing among lepafiegted individuals in NepalUsing this
framework contributes to examining whether the PSI is a culturally valid and an effective measurement
tool for assessinpealthrelatedstigma inthe context of Nepall'he conceptuaframeworkallows to
developthe subresearch questionthe semistructured interview guide argkrvesas a base for data

analysis.

In this validation studyconceptual validitywill not be tested because the concept of stigma and its
domains has already been extensively studied in the context of [kpalos Klootwijk, 2019)
Additionally, responsivenessill not be examined, due to the timeframe of this study. The psychometric
property content validityhas already been examined by other project team merteatstermine
whether the PSI items represented the stigma domains described in the framework of Link & Phelan
(2001).Since thiswas examined by other project team members, findielgéed tothis property will

not be discusskin this report.

1
cor

Operational
validity Criterion validity

‘ f—————— Construct validity

Semantic Cultural  _ Measurement

validity validity validity e
— Reproducibility
Reliability

Floor and ceiling

Item effects
validity

L———— Interpretability

Figure 2. The conceptual framework of this study. This framewsddapted frornthe model otultural
equivalencédyy Stevelink & van Brakel (2013pased oHerdmanet al.(1998) and the quality criteria
for psychometric properties to evaluateasurementalidity, Terweeet al.(2007)
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3.4 Operationalisation of the conceptual framework

The cultural validity domains should lated positively in order to determine whether the PSl is a
culturally valid measurement tool for assessing healéted stigmaSemantic validitgan beobtained
when the language meaning of words and expressiengsedin the PSI items is understandable and
appropriate for community membenrsthout further explanationg hen,item validitycan be assessed
andthe items in the PSI should be relevant and not perceived as offensive by the community members
in Nepal.Regardingoperational validity it is essential that the PS$@san accessible and appropriate
guestionnaire format and response scalecfonmunity members, to ensure that these factors do not
influence the scores of the respondeiMgasurement validitys achieved when the psychometric
propertiescontent validity, internal consistency, criterion validity, construct validity, reproducibility
(agreement and reliability), floor and ceiling effects, interpretabitityet the quality criteria provided

by Terwee et al. (2007The EMIGCSS and SB were used as golden standards for the analysis of
criterion andconstructvalidity of the PSISubsequentlycultural validity is obtainedvhen al domains
(semantic, item, operational, and measuremeldity) of the PShrerated positively Thiswill suggest

that the PSis a culturally valid instrument tosein the context of Nepal among community members.

3.5 Research questions

The main research question (R@)this studyis: To what extent is the Positive Stigma Inquiry (RSI)
culturally valid measurement tool for assessing lepnaedgted stigma among community members in
Nepal?To answer the main RQ, multiple si®Q)s are formulated based on the conceptual framework.
These sulRQs are relevant to evaludhe semanticjtem, operationalandmeasurement validity of the
PSI.

The subRQs of this study are:
1. What are the perceptions of community members in Nepal regardingntiaatic validity of
the PSI to assess lepresjlated stigma?
a. How can the PSI be refindd increasedts semantic validity?
2. What are the perceptions of community members in Nepal regardintgitn@alidity of the
PSI to assess leprosglated stigma?
a. How canthe PSlbe refinedo increasets item validity?
3. What are the perceptions of community members in Nepal regardingdhational validity
of the PSlto assess leprogglated stigma
a. How can the PSI be refindd increasdts operational validity?
4. To what extent does the PBaveadequateneasurement validity to assess leprosglated
stigma among community members in Nepal?

a. How can the PSI be refined to increase its measurement validity?
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4. Methodology

4.1 Research design

This studyused a crosssectional scale validation design, with a mbredthods approach. The
application of both qualitative and quantitative methods is essential in a scale validation study because
this triangulation delivers more knowledge about the validity and tguaflithe instrument (Grand
GuillaumePerrenoud et al., 2023). Herein, an exploratory sequential design was followed, indicating
that qualitative data collection and analysias conducted prior to quantitative data collection and
analysis.Therefore this validation study started with the qualitative assessment of semanticattdm
operationalvalidity, to acquire an wdepth understanding of the perspectives and experiences of the
respondentsegardingthe PSlscaleand itsquestions(Gray, 2021). Initially, semantic validity was
measured, to ensure that the PSI had the same meaning in the traN&éttell)(version If refinement

was required, the language of items was revised before testing Hyatinitem and operational validity
were assessgdao explore whether the respondents seemed to comprehend tharitbarswer options
Subsequently, measurement validity was evaluated quantitativetynolyictinga large number cfcale
interviewsandtestingthe psychometric properties (Terwee et al., 2007). This data was beneficial for
determining whether the PSI is a suitable and reliable instrument to measurediatdthstigman the
context of Nepa(Souza et al., 2017).

The development of the PSI prototype

Translation to Back-translation to Training for Pilot testing
Maithili English local RAs interview guide

Qualitative data collection and analysis

The assessment of semantic, item and operational validity

Semi-structured, in-depth interviews
n=15

Adjustments to the PSI prototype

Quantitative data collection and analysis
The assessment of measurement validity

Interviewer-administered questionnaires Repeat measurements for the PSI
PSI and SDS: n = 100, EMIC-CSS: n = 50 n=48

Figure 3. Methodology overview representing the exploratory sequential research design that was
followed in this validation studyQualitative data collection and analysis were performed prior to

guantitative data collection and analy§té\s in the figurerefers toresearch assistants.
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4.2 Study population and sampling

The study population was composed of local community members from villageshimanushand

Sarlahidistricts for the qualitative part, whereas the quantitative part included community members

from theDhanusha, Mahottari and Sarlahi districts. Fifteedepth interviews were conducted, because

data saturation had been reached at this point. For the quantitative part, the sample size was calculated

based on thaumber ofitemsin the PSIThe studyby Terwee et al. (200®escribeghat the minimum
sample sizeshould beseven times the number of scale itefike PSI includeghirteenitems for
community member§ hi s

phasewas100. For sample selection, the inclusion and exclusion criteria were followed as described in

Table2.

Table 2. The inclusion and exclusion criteria ftte sample selectioffior both the qualitative and

guantitativecomponents of this study

Inclusion criteria

Exclusion criteria

The community member lives in the same
community as someone affected by leprosy
The community member is > 18 years old

The community member can provide informed
consent

The community member speaks Maithili

The community member is affected by leprosy
The community member has a household or
close family member that is affected by
leprosy

The community member is not able to respond

independently

wrget group)vehich means that the sample size for the quantitative

For the qualitative and quantitative components of this stuayation and convenience sampling

techniques weresedto select participant¥ ar i at i on

sampling ai ms

t o

as different perspectives as possible (Suri, 20k1lyvas important that community members with

ana

varying levels of stigma towards leprosy were included, to ensure that the findings were representative

for those with high and those with low levels of stigma. Therefore, participants were selected from

various areas inthe districts, communities, gender, and agéonvenience sampling is also a non

probability strategy and was employed to select participants in the sample who were most convenient

to approach, mainly becauseanfailability or willingness to engage in this study. Therefore, community

members from villages ithe DhanushaMabhottarj and Sarlahdistricts were asked to participate in

interviews or in questionnaires until the sample size or data saturation was rdditiodapOulou,

2023).

4.3 Data collection

Prior to the data collection process, the PSI questionnaire was translated from Erghgthitn also

known as forward translation, by a bilingual interpret@o is familiar with leprosy andtigma. This
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was critical inensuringthat the translated version of the PSI matched the original scalthe forward

translation, it was essential to use language that would be understood by persons from different
educational backgrounds, e.g., community members who are low lit€éfaePS| waghen back

translated fronMaithili to English by atudent in Kathmandwhohad | i ttl e under stand
content to preverthem guessing what the meaning of a given term or question may havelheen
backtransldion procedure was crucial to guaranéeeuracy othe translatiory allowing us to check

that not only the words but also the meaning otitheslatedjuestionsvassimilar to the original scale
(Tsangetal.,2017F. he st udy’ s r eriscpa invedtgator{Pl)subskquéentyecompared

the primary(English)PSI version to the baekanslated version. Consequently, minor alterations have

been made to the PSI in Maithili, as shown in the table in Appetidix

4.3.1Qualitative data collection

Qualitative data about t he cgathened thiougin-tdepth, peeir c e pt i ¢
structured interviewsgingan interview guideAppendixIV). The semistructured format contributed

to obtaining more specific answers by asking the respondent for clarifications on their statements, which
is called probing (Gray, 2021). As most local community members do not speak English, local research
assistats (who were also the interpreters) were trained in how to probe, build rappocpadactthe
interviews for this study. Then, the interview guide pitstedwith a small sample to evaluate whether

these participants understood the questinribe interview guide. The pilot testing was performed on

two participantavho were not included in the data collection phaseiskthdy The research assistants
obtained theé n t e r vinfarmed ensent ansbcicdemographic informatioprior to the interview
(Appendixedl.l andlll). The interview guide focused on semantic, operational, and item validity of the
PSI This includedquestions regarding the releverand acceptability of the PSI items and the meaning

of items to guarantee uniformity across different language versions (EnglidViagtmdi) of the PSI.
Moreover intervieweegjave feedback related to their understanding of item phrases and response scale
categories. During the qualitative data collection process, adjustments to the PSI were made in order to
achieve semantic, iterand operationalalidity. All interviews took approximately 385 minutes and

wereaudicrecorded with the permission of tparticipants.

4.3.2Quantitative data collection

Following the qualitative part, quantitative data was obtained through intemaministered
guestionnaires to assess the measurement validity of the PSI. The PSI was ietedriainistered

usinga structured interview guide in the local language (AppeXdiX). Prior to the quantitative data
collection process, local research assistants were trained on how to conduct the PSI questionnaire on
community membersThen theresearch assistantbtainedt h e i nt énfonmedeanseetang
sociodemographieinformation(Appendixedl.ll andlll) and subsequently started the quantitative data

collection procedureForty-eightrepeat interviews were performed on the same participants within a
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timeframe ofseven to ten dayas recommended by Terwee eal07.Furthermoreboth theMaithili
versions of theeMIC-CSS(n = 50)and SDYn = 100)(AppendixesVLIl andVILIl ), available from
prior research at NLRyerealsoadministeredo the participant$or theassessmermtf the psychometric

p r o p ecriterign’asd construct validity This wascritical for determining whether the PSI scores
differ from the EMICCSS/SDS scores (seguantitative data analysisn Chapter 4.2). The
guestionnaires were administered in the following order: (1) SDS, (2) PSI, (3)-ERBIEAI

interviewer-administered questionnairamk approximately 3@5 minutes.

Table 3. Thedata collection instruments used in this study wbheePSI, EMIGCSS and SDSThis

tableprovidesa generabverviewof thesehealthrelated stigma scales.

A Consists othirteenscaleitems

PSI A Response scale is a Likert scgg) = allthetime-( 0) = | don’ t
A High scoresndicatehigh levels of stigma amormgspondents

EMIC-CSS | A Consists of fifteerscaleitems
A Response scale &Likert scale(2) =yes—(0)=don’ t know
A High scores indicate higlavels of stigmamongrespondents
A Consists of a vignette and sevsraleitems

SDS A Response scals a Likert scale(0) = definitely willing— (3) = definitely not willing
A High scoresndicatehigh levels of stigma among respondents

4.4 Data analysis

4.4.1Qualitative data analysis

Theresearch assistants transcribed thédpth interviews verbatim in local language and subsequently
translated the transcripts into English. Then, the transcripts were coded with the program ATLAS i, to
recognse patterns within the data through thematic analysis (Braun & Clarke, 2006ing was

employed using a combination of deductive and inductive approa@atsehand, a&odebook was
created that covered the main themes from this
throughout theourse of data analysisiew codes emerged from the dég@pendixIX). The deductive

approach wassgedto explore the cultural validity domainét hi s study’'s conceptual
as whether the community members understood the questions in the trahsteid Y version of the

PSIL The inductive approach wasedfor examining unexpectdthdingsrelated tahe perspectives of
theintervieweeon the PSI and itskems Thecodes of thee unexpected outcomes were added to the

code bookThen, the codes were grouped into main the(gemantic, item, and operational validity)

that were most relevant for answering the RQ of this study (Braun & Clarke, 2006; Gray B¥32dégs

this, the inductive approach provided no new analytical themes.
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4.4.2Quantitative data analysis
Quantitative data from the questionnaires were anonymeunsfyyedn the softwaréKoboToolboxand
analysed with IBM SPSS Statistics 27. Questionnaires wittD% missing values were omitted from
the analysis. If questionnaires h&dd 0% missing values, items with missing data were substituted by
the malianscore of all answers to the same questidnsassess measurement validity of the, s
following six psychometric properties were quantitativalyalysed internal consistency, criterion
validity, construct validity, reproducibility, floor and ceiling effects, and interpretabilitye quality
criteria provided by Terwee et al. (2007) wasedfor measuringttese psychometric properties:
A Internal consistencp f t he PSI was calculated with the
between 0.76-0.95.
A Criterion validitywas measuredsingt he Spear man
the gold standar@the EMIGCSS and SD%or this study should be 0.70.Construct validity

was tested by the validation of predefined hypotheses. Herein, the PSI scores were correlated

s rank correlati

with the EMIGCSS and SDS scores and was positive rated if 75% of the predetermined
hypothesesvere confirmedin this study, the predefined hypothesis was tiferte would be a

positive significant, butnot very strongcorrelationbetween the PSI and EMICSS/S5
scores. This correlation was also measured \

criteria andconstructvalidity t he Spearman’s rank correlation
and nonnormal distribution of data.

A Agreementvas assessed with the smallest detectable change (SDC).

A Reliability was measured with the intraclass correlation coefficients (ICC) or weighted Kappa
and should bé 0.70 for good reliability of the PSI

A Floor and ceiling effecteccurred wheé 15% of the respondents reached the lowest or highest
possible scores on the PSI.

A Theinterpretability of the PSI was assessed by measuring thdianeand interquartile ranges
(IQR) of the sum scorethecauseof nonnormally distributed scorgsor the following

subgroups: sex, age of participants, educatiodemployment status.

4.5 Quality control

Quiality control methods were critical for this study since data was collected by local research assistants

with minimal experience in conductingsearchmethods Prior to data collection, the local research
assistants were introduced to the study and given a training of two days in conductistysetonied

interviews and intervieweadministered questionnairego identify and improve mistakes at an early
stage, the study’s researchers observed ghe | oc.
Regularmeetings were organised with the local research assistadiscuss the findinggdjust the

interview guide if neede@nd to retrain them if necessary.
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Validity refers tohow accuratdéhe study evaluates or represents the casciyat are being studied
(Noble & Heale, 2019). Henceilot testing of the interview guide was crucial to increase the validity

of the study. The pilot testing aimed to identify and correct any weaknesses in the interview guide before
applying the interviews to the study population (Srinivasan et al., 20tiangulation of research
methods a representative study sampkend extensive trainings fdocal research assistanégso
increases the validity of thstudy. Using triangulation of research methog®th qualitative and
guantitative)in a studypr ovi des mul ti ple datasets to clarify
which reinforces the results (Noble & Heale, 20I9)e study sample is considered representative if
the study’ s rsablstothe targebpoprlatigne(Rudotph ¢t al., 2023). For this validation
study, community members with high and low levaistigma were included to ensure that the PSl is
applicable to people with vamyg stigma levels. Additionally, extsive training for local research
assistantanay increase the accuracy and consistency of data collection across participants, which
reduces errors and discrepancies within the datis. enhances the validigs well as thereliability of

the study.

Reliability is defined as the consistency and reproducibility of the research methods employed in the
study (Bruton et al., 2000). To increase the reliability of this study, a quédstiquestionQbyQ)guide

was developetbr the PSknd EMIGCSSquestionnaire This guideoffered standarded prompts and
examples to ask when the respondent did not comprehend a question in tbe ESIC-CSS
guestionnairg rather than the local research assistant providing his/her own questions or examples.
Using the gide along with extensive training for local research assistants leads to clear and stohdardi
data collection procedures, which subsequently increase the reliability of thé kibdgon & Turner,

2003)

4.6 Ethical considerations

Ethical approval for this validation study was obtained by the Nepal Health Research Council (NHRC)

on May 10", 2024(AppendixXl). Community members were asked to give informed consent prior to
participating in thanterviews or questionnaires. The consent form was translated into local language
(Maithili) and subsequently explained to community members by local research assistants. Participants
provided informed consetitrougha written signature or a fingerpri(t the participantwasnot able

to provide a written signature)n the consent form. No incentives were provided to the community
members for participating in thésudy. Moreover, all data, including transcripts, were storedsetare

platform managed by NLRtnsurec onf i denti al ity and were only acc

and project team members.
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5. Results

The results sectiopresentsthe sociedemographic information from community membeavbo
participated in thénterviews and questionnaireéEhe qualitative sectionovess the findings related to
semantic, item, and operational validitfythe PS| Subsequenthfindings related to theneasurement
validity of the PSWill be presentedincluding quantitativassessments of internal consistency, criterion

validity, construct validity, reproducibility, floor and ceiling effects and interpretability.

5.1 Qualitative results
5.1.1 Sociedemographisof participants from theemistructurednterviews

Fifteen participants have been interviewed foe tjualitative part of thistudy and thie socio
demographic information are indicated in Ta#l@he studysampleconsised of more females (53%)
The

36,0 yearsA large groupof the study sample did not receive any schoalivpst participantsvere

than males p a r tranged froaritd to 30 yeaes glé, with a mean 87,7and a median of

employed currently married and everyone loeith their family in villagesin total, tvo participants

were excluded fronthe study; one had no lepreaffected people ihis community, and onwas not

able tounderstand the questions from the interview.

Table 4. Socicdemographidénformationof the participants from the sersiructurednterviews.

Participant | Village Age | Sex Religion Education Employment | Marital Living

code status status situation

CMO01 Laxminiya | 50 Female | Hinduism | No schooling | Unemployed | Currently | With family
married in village

CM02 Barhampuri | 26 Female | Hinduism | No schooling | Unemployed | Currently | With family
married in village

CMO03 Barhampuri | 70 Male Hinduism | No schooling | Unemployed | Widow With family
in village

CMO04 Tribhuwan | 36 Male Hinduism | Primary Unemployed | Currently | With family
Nagar school married in village

CMO05 Tribhuwan | 24 Male Islam Bachelors Computer Currently | With family
Nagar operator married in village

CMo08 Sarhansiya | 47 Female | Hinduism | No schooling | Farner Currently | With family
married in village

CMO09 Kamat 25 Female | Hinduism | No schooling | Farner Currently | With family
married in village

CM10 Jhojhi 42 Male Hinduism | High school Ambulance Currently | With family
Kataiya driver married in village

CM11 Lakhauri 40 Female | Hinduism | No schooling | Female health| Currently | With family
volunteer married in village
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CM12 Phulgamma | 34 Female | Hinduism | No schooling | Sweeper ata | Currently | With family
health post married in village

CM13 Phulgamma | 27 Male Hinduism | Bachelors Shop owner | Currently | With family
married in village

CM14 Raghapur 30 Male Hinduism | Bachelors Teacher Currently | With family
married in village

CM15 Sitanagar 24 Female | Hinduism | Bachelors Human Single / With family
Resources Never in village

married

CM16 Sarajawak | 43 Male Hinduism | Primary Barber Currently | With family
school married in village

CM17 Bhagwan 47 Female | Hinduism | Middle school | Guesthouse | Currently | With family
pur owner married in village

CM = community member

5.12 Assessment of semantic validity

Semantic validity assesses whetltee meaning of the translated (Maithili) PSI itemsaswvell
understood and cledo the community members. Thereforee tlollowing questions were asked for

each item in the PSI to assess sematic valifiifyDid you find the question easy to understand? (2)
Can you repeat the question in your own words? (3) Were any words in the question unclear to you?
An overview of tha e s p o radsearstregardingach item in the PSI are presentedéleb.

The majority of the participants found all PSI items easyomprehendas evidenced by their ability

to explain their responses to the PSI iteReticipantswith higher education levels particularwere

able toexplaintheir responses to ajuestionsn the PSIAmongst thaespondenta/ho are low literate

one was unable to give any explanations at all, whereas the a#rersble texplain their responses

to someitems.For example, community members explained their responsesto lterds\WWo ul d peop |
in your community respect and®( dWomul ¢ @ emplogpgen

to hire a perasdotiowsvi th | eprosy?6)
nAs | said earlier, things were different in thi
and educated and they understand things. In the past, people were disgusted with the patient and their

family as well. Now tltem§. are not. o (CM1

Al f olneprmhasy, then how can anyone hire them? One

why would anyone hiri¢temlbhem?06 (CM08, fem
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Two participants mentioned not understanditegn 3( 6 Af t er finding out that

would a community member have the siatheePSINOr mor e

further data was obtainedexplainwhy these participants did not easily understhigiitem However

both participantavere able taespond taheitem, with one even provigg an explanation

iHe has | eprosy, he is poor and sad, sidtempBeopl!l e

Additionally, it was noticed that the participants, particularlydgheswvho were low literateunderstood

the items better when examples from@isyQguidewere usedsee the essence of this guide in Chapter
4.5). Thisled toparticipants being able to provide responsith explanatios to the PSI itemskor
instance, one participant did riottially understandtem6 (6 Woul d peopl e in your
the family of a) butevasaero regspohdhwhdn arpexampleyfromiihgQ guide

was provided.

AThey woul dl.egrfo sy eiyn htatvee f ami |l y, they woul d

female)i Item 6.

Therefore, it was decided tat@grateone example from th@byQguideto each item in the PSThese
were subsequently tested among six participafnte use of examples made tRSlitems easiefor
respondentso understandFurthermore, it turned out thétems7, 8, and 10 were challenging for
participantsto distinguishwhether the questioconcernedhe family members ahe person affected

by leprosy or the person affected themseleduding examples for each itemisohelpedto clarify

c

W

(

o b

this. The following statement demonstrai@s r e spond emlterh®( AWewkd a commu.

member be willing to marry paortothd irgertionof@anegaimplea per s o
AUhm, yes. They would be willing to marry a pe
community, people consider leprosyasa mmuni cabl e di sease. So, chanc

ma r r(@MO05, male) Item 10.

Item8 was described a® Woul d t he f ami | y Iepeosyfeel comioriableatalkme r s o n

about it t oOnepardcipan refemed m hislansivér to the person with leprosy (instead of
the family members) talking to their friendSven after an example was added this item one
participantmentioned in her response that people suffering from any kind of disease tsiftoaltbut
it to their friends. This indicates thidém 8 wasstill unclear For that reason, this item wesarittento:
ANould a family member feel comfortable telling others that someone in the famlgphasy? @nd

tested among the final three participafitse revised item resulted in a greater comprehension among

all three respondent$.he f ol |l owi ng quote demonstrates a resp
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fiBecause, okay talking about my famidaggr f or exaé
brother. If anyone of them has leprosy, then I, myself, would not share about it to you or anyone else.
It is possible that you will break the friendship with me when you get to know that | have leprosy in my
house. 0 ( CMiebised)ttre8nal e)

The participants weralso asked to repeat the itesnn their own wordsto determinewhether the
guestionsn Maithili are comparabld¢o the English versioand if the items are indeed well understood
Not all participants were able to paraphrase the items in their own words, particulargsheho were
low literate. This may be due to the difficulty of the questioar becausehe participantdid not

understandiow to respondwhich led tosomeinsecurities andrustrations amorg them.

AiWe don6ét go anywhere out. We just |live in our

~

uneducated. o (CM0O02, female).

However,the participantsvho were higly literatealsofaced challenges iparaphrasingeveralitems

from the PSI in their own word€ccasionally they respondeddirectly to the item rather than
paraphrasing the question in their own languageseparaphraseserecategorsed asdinabléin the

overviewin Table5. For instance, one participant rephrased ltem@Woul d a person wit

willing to tell ot lagfolenssabout their condition?6)

AUhm, a person with | eprosy, uhm, would not want
because the village and community treat them bad. Nobody would go near the person or his/her house
as well .o (€l 4, mal e)

Therefore, it was decided to ask participants who were experiencing diffiénliaswering the repeat
guestionto provideexamplegelated tathe itemsHowever the respondents did not waatdo this or
found it difficult to provide example®©ne participantonsideredhe repeatjuestion unnecessary and
declinedto answerbecause the paraphrases wouldinglar tothe items.Two responderstwereable

to paraphraseomeitems while four participantsuccessfully paraphrasatinost allitems in their own

words. The following quotes demonstrate successful paraphrases for IttnisWo ul d ot her pe

your community be willing to i nane5adMouwidt ipeappe
willing to visit the home of a person affected b
AUhm, it means if the commemsony wemherspwasny o0

male)i ltem 4.
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Alt says that whether someone will go to the pe
(CM16, male) Item 5.

We observed thaltem 2 was not correctly paraphrasby four participants. Iten® statesé Woul d a
community member feel comfortable living near a person lefitosy? 6No one mentioned | i vi ng

n e aor & synonym for this term in their paraphrases. Instead, the respondents used thie deems
aroundj Gsitwith @ o nerdmg &t h e r, evanwibhuhe ex@dmpleused from theQbyQ guide
sayingb6someone is nat ¢$oamedertr cApfaiehetheicerb Eprv oagodnear
in Maithili has multiple definitios, such a® b e i n g . Howevarthedtrdnslationfob | i vi ng near
in Maithili used in the PSI seemed to be the most suitable and there was no better alternative. Therefore,

it was decided ta@hangethe exampldor Item 2, to prevent confusion antb makeit clear to the
participantghatthe questions about living neasomeone with leprosyrhe modified examplestates:

ONMoul d someone feel comfortable being a neighbour

No participant mentione@ny unclear words in the PSI itemklowever to determine whether the
respondents indeadhderstood the pentialdifficult words intheitems, such agefelingc o mf o, t abl e 6
or o interac we asledfor examples regardinpeseterns. This was tested amortlgree participants

butonly onewas able t@ive examples to the terntsf e e | ¢ @ despeoch doanterdach Go tellg

andd o visito

AMy husband has four édqnréat hwearnst a nodlaivomdesaysifmytehre Mmyd
parents didnét spend monkeegmon Bet, sonlmygomdéit nt a
whether the parents gave you or not, you can never pay the debt of bringing you in this world. Your

mom carried you for nineiEBEwharpd emdmtrh s.hée (tE&MIn2 ,

The other two participants were generally strugglimgit was toodifficult for themto provide any
examplesHence the final three participants weeskedto clarify the meaning o€ertainterms This
was consideredsomewhateasier, andhe three respondentdescribel the meaningsor provided
examplefor:
A Comfortable:
Al't means that if someone will feel easy. 0 (C(
A Respect:
ifRespect means considering highly of. o6 (CM16,
Al t meamnpstatbo (ICMAK , f emal e)
A Tointeract:
AJust | ike we are talking right now.o0o (CM15,

AiTo interact means just | ike we are talking
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A Be accepted:
ke,

AL

for

togol i ke we

Table5.0ver vi

the items were paraphrased in their own words,ifatieére wereanyunclear words ireachitem.

e w

exampl e, i f we

used to go before?o0

of the participants

ar

e friends
(CM15,

femal e)

’ r ePSlifes, bowv s

Item Understood item Repeat item in own words Unclear words
Yes No Able Unable Yes No
1 14 1 8 6 0 15
2 15 0 1 10 0 15
3 13 2 4 8 0 14
4 14 1 6 6 0 15
5 14 0 5 7 0 14
6 13 1 4 7 0 14
7 14 0 g 6 0 14
8 15 0 5 6 0 14
9 14 0 4 7 0 14
10 14 0 6 6 0 14
11 14 0 8 7 0 14
12 14 0 6 6 0 14
13 14 0 4 8 0 14

5.13 Assessment of item validity

and

To assess item validity, two questions were asked during the interviews concerning the relevancy and

acceptability of each item in the P§l) Is this question relevant for you and other community members?

(2) Would you feel comfortable with answering this question if you haWas? participantsfound

almost all items relevar{seeTable 6). For example the respondents explained th@inswergo the

relevancy of tems8 6 Af t er finding out

sane (oOr

of t he

fiBecause

fiBecause

mor e)

name 6

we should not

they

that a pers

on has

we

conc

€

respeandl3 odMawdsf tansi perenpPédrnsonds

|l eprosy

treat

underestimated. (CM14, male)tem 3

are human too.
(CM12, female) Item 13

pat i eastfobowswhen peop

them bad,

feel really bad about their life that everyone is disgusted by him/her. The person feels so

t

i s not

|l e tal

it Wi

good
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One participant mentioned theens 3, 4, and8 to 13 were irrelevant to him and other community
members. However, based on the responses it was observed that the respondefu lglidmaerstand

the question concerning the relevawd the itens. His explanations fowhy an item wagonsidered

irrelevant verevague or related to what people should do. For instavizen asked about the relevance

of Item 12 (&Mould people be willing to buy food from a person affectdefmpsy? Yo his responswvas
thatpeople should buy ittems 11( 6 Woul d an empl oyer be wiladng to
12 (see question aboveerealso considered as irrelevaor the communityby another respondent.

He explained that an employer would not want to hire someone with leprosy because he would risk
losing other employees (irrelevancy of Item 11), and that people in his comrgangyallywill not

buy any food from peoplaffected byleprosy (irrelevancy of ltem 12).

Another participant mentioned that the PSI in its entiretyik i n gklevant for herself and other
community members. Her explanation was that the questionnaire is appropriate for educated people,
implying that it might be irrelevant for people who had received no schooling. Theresipandents

considered the questionnaire in its entirety as relevant.

Al think it is because all the people, even fro
communities. The feeling of discrimination and disgust should be eradicated. Everyone should work
hard to reduce the possibilities of diseases orilliess bei ng responsgible. o ((

Relevancy of the questionnaire in general.

Furthermore one participant saidfeeling 6 k i n domforfalile to answeltens 5, 8, and 11 (not

indicated in Table). This answer maimply uncertainty No additionalexplanatiorwas obtained on

why this respondent did/did not feel comfortable answeringettteee questions. Apart from this
participant, everyone else felt comfortablesweringhe PSI itemsThe statement below demonstrates

S response to (féenoluildg od chmefrorp ed le

a participant
community be willing to interact with a person a
fi am not entte mplydo ybur questioms bacduse | feel so comfortable, because these
guestions are very related to our lives. We all have seen or expetigigdefore in our
communities. oilttnEM15, femal e)

Every respondent stated that they felt comfortable during the interview process. Hoomer,
participant did not feel completely comfortajdes shavas concerned for the recording being leaked to
the leprosy patients in her community. She felt more at ease after being reassured that the audio will be

deleted once the transcription was finished.
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wi || study

AiNo, you assured me

abroad

Table6.Overview of t he

t hat

about

not hi

t

and

participants

ng

i s

going

ma k e

responses

t o ha

reports. S

items.
Items Item relevance Item acceptability
Yes No Yes No
1 13 1 15 0
2 15 0 15 0
3 13 1 14 0
4 13 1 14 0
5 12 1 14 0
6 13 0 14 0
7l 13 0 113 0
8 13 1 13 0
9 12 2 13 0
10 12 2 14 0
11 12 2 13 0
12 12 2 14 0
13 13 1 14 0

5.14 Assessment of operational validity

conc

Table7 demonstrates the questions that were asked to the participants to assess operationdlhalidity.

majority of the participants understood the different answer options, said that the answemagitidtins
the itemsandunderstood the instruction$ the PSIThe intervieweradministationmode was suitable
for thecommunity members singrostrespondents wellew literate Additionally, the local language

(Maithili) has several dialects antthe intervieweradministered method ensured thammunity

members from different districtgere able taindersandthe PSlitems

Table7.0ver view of the

participants

opinions

Questions Yes No
Understood the answer options? 13 1
Answer options suit the items? 13 0
Understood the instructions? 12 1

31

regar



5.15 Adjustments to the Positive Stigma Inquiry

Adjustments were made to the P&ked on the qualitative findinds addition,various examplessed

from theQbyQ guidedid not match the flow of the response scale or the purpose of the PSI, which is
the use oheutral orpositive formulationsBasel on the discussion with the research teatterations

were made to these exampldable 8 summarizes the adjustmendescribed in the subsection
6assessment o f, asswelheatmetadaptedexamnplés.dhie finaldversion of the PSI is

included in Appendi¥ ..

Table 8. Adjustments that were matiethe PSI questionnaiduringthe qualitative data collectioand

analysis phase

Item/example for item First version of the Final version of the Explanation for the
# item/example item/example changes
Item 8 Would the family Would a family member | It seemed to be unclear

member of a person witl feel comfortable telling | for the participants
leprosyfeel comfortable | others that someone in | whether the question
talking about it to their | the family hadeprosy? concerns the family
friends? members or the person
with leprosy. Therefore,
this itemwasrevised so
the respondents
understand that the
question is about family

members.
Example for item 2 For example, someone il For examplewould The firstversion of the
not scared to live next tg someone feel example does not matcl
a person with leprosy. | comfortablebeing a the flow of the response
neighbour of a person | scale. Another reason for
with leprosy? modifying this example

was because the
paraphrases for Item 2
did notincluded | i v i
n e aor absynonym, and
there was no better
alternative for this term
in Maithili.

Example for item 6 For example, people in | For examplewould OSupwasrt 6

the community support | people in the community considerediotan ideal
the family of a person ask for the opinion athe | examplethatsuits the

with leprosy. family of a persorwith concepishowing
leprosy? respecbstated intem 6.
Example for item 7 For example, people in | For example, would The termbé e n gwag e
the community engage | people in the community| too abstract.
with the family of a invite the family of a
person with leprosy. person with leprosy to
community events?
Example for item 9 For example, someone | Deleted. This example was
wants to marry a person deleted sincétem 9was
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after finding out that obviousand well
he/she has leprosy. understood by the
respondentsSo, there
wasno need for an

example.
Example for item 13 For example, | heard For example, saying The tempmr'd
there lives a leper in the| &ustharogbinstead of | negatively loaded ansb
neighbourhood. Mr. Singh? should nobe used in the

PSI For that reasorhe
example was changed t
amore neutral
formulation including

0 k ust hwhicho g i
mean®® | epr o0s.y

5.2 Quantitative results

5.2.1 Sociedemographics gbarticipants from the questionnaires

The quantitative part of this study included 100 participants, whose-deaiographic characteristics

are presented in Tab@ More females participated in the quantitative study (60%4) malesand the

majority of the participants did not receive any schooling. The 18%mft hegpon'sesn education

| evel indicate a bachel or’ s, master’' s, or | itera
wasemployed Her ein, the 55% ‘other’ responasatsherf rom pe
tailor, salesman, pharmacist, social worker, health assistant, or farthieag. Most participants were

married and lived with their family in villages.

Table 9. Socio-demographicinformation of the participants from the interviewedministered

guestionnaires.

Participants (N) Percentage (%)
Age
¢ 24 years 16 16
25—-44 years 68 68
45— 64 years 15 15
2 65 years 1 1
Mean age (SD) 33.69 (10.18)
Sex
Male 40 40
Female 60 60
Religion
Hinduism 94 94
Islam 5 5
Christianity 1 1
Education
No schooling 33 33
Primary school 10 10
Middle school 15 15
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High school 7 7
Higher secondary 15 15
Other 20 20
Employment status

Unemployed 33 33
Selfemployed 1 1
Serviceholder 5 5
Labour work 4 4
Student 2 2
Other 55 55
Marital status

Currently married 87 87
Widow(er) 4 4
Divorced 1 1
Single / never married 8 8
Living situation

With family in village 95 95
Alone in village 5 5

SD = standarddeviation

5.2.2 Score characteristics of heaitated stigma scales

First of all, duringthe quantitative data collectigphaset was observed that Item 136 Ho w

name ofieprosy patierdu s e d

nstead

of

t he

personés

not match the response scale. This was corrected by modifying Item 18 idto: w

own name

used

nst ead

of

t he

name

often 1 s
odidn name
often is the

6 | 'eapdrwass y

pat |

immediately implemented for the remaining interviews. Responses to the previous item were reverse

coded for the quantitative analysis.

Table 10 provides the median, minimum (min.), and maximum (max.) sum scores of-hedatdd

stigma scales used in this studjie median surscore in the PSI was 35.5, with a imaum of 13.0

and a maiknumof 61.0. A total of thirteen missing values were identified across nine different items in

the PSI. Concerning the SDS scale, the median of the total scores w3 1inimum and maximum

scores were 0.0 and 15.0. Seven missing values were observed in the SDS, divided over three distinct

items. The median of the EMIC S S sumscores was 20.0, with a minimum and maximum score of

1.0 and 3M. In the EMICGCSS, a total of five missing values were found across four different items.

None of thePSI, SDS, andEMIC-CSS questionnairdsad > 10% missing values and therefore, none

were omitted from the analysiBhe missing values were substituted by the median score of all responses

to the same item$igures4A/B/C demonstrate thpercentage of the scores for each item in the PSI,
EMIC-CSS, and SDS scales.
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Table 10. Characteristics of the total scores from the PSI, SDS, and ENIE scales.

PSI SDS EMIC-CSS
Median Min. Max. Median Min. Max. Median Min. Max.
355 13.0 61.0 3.0 0.0 15.0 20.0 1.0 30.0
PSI

B None of the time ™ Rarely Some of the time Often = Allthetime ®Ildon't know

13: Person’s own name used instead of the name ‘leprosy patient'? T
12: To buy food from a person affected by leprosy?

11: To hire a person with leprosy?

10: To marry a relative of a person with leprosy?

9: To marry a person with leprosy?

8: Family members telling others that someone in family has leprosy?
7: Family of a person with leprosy accepted in community?

6: Respect the family of a person with leprosy?

5: Visit the home of a person affected by leprosy?
4: Interact with a person affected by leprosy?
3: Same (or more) respect towards a person with leprosy?

2: Living near a person with leprosy?

1: Tell others about their condition?

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Figure4dA.Communi ty’' s perceptions towards persons affe
the percentage dhe scores (axis) for each item in the PStale(y-axis).

EMIC-CSS

MYes  Possibly # No mDon'tknow

15: People dislike buying food from person affected by leprosy?

14: Leprosy cause difficulty for person to find work?

13: Leprosy cause problems for relative to get married?

12: Leprosy cause problems in ongoing marriage?

11: Leprosy is a problem for person to get married?

10: Family have concerns about disclosure?

9: Leprosy cause problems for the family?

8: People think less of the family of person with leprosy?

7: Others refuse to visit the home of person affected by leprosy?

6: People in your community avoid person affected by leprosy?

5: Knowing that someone has leprosy have adverse effects on others?
4: Others think less of person with leprosy?

3: Leprosy cause shame or embarrassment?

2: Member of your family has leprosy, would you think less of yourself?
1: Person with leprosy try to keep others from knowing?

Q
X

10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Figure 4B. Perceptions of community members towards persons affected by leprosy. The bar graph

demonstrates the percentage of the scorexi€ for each item in the EMHCSSscale(y-axis).

35



SDS
Definitely willing Probably willing Probably not willing  m Definitely not willing

7: Recommending someone like Rahman for a job working for a friend?

6: Introducing Rahman to a young woman you are friendly with?

5: Having one of your children marry someone like Rahman?

4: Having someone like Rahman as caretaker of your children?

3: Having someone like Rahman as a neighbour?

2: Being a worker on the same job with someone like Rahman?

1: Renting a room in your home to someone like Rahman?
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Figure 4C. Social distance desirability of community members towards a person affected by leprosy.

The bar graph demonstrates the percentage of the scareis)*or each item in the SDS scaleaiis).

5.23 Assessment of measurement validity

Internal consistency

The Cronbach’s al pha f or alHoweteh itemtl¥tow ofterntisshes i n t
personb6s own name used instead of the Mémthe 61 epr
PSI had the lowest iteftotal correlation 0f0.033 6eeTablel1l). When Item 13 was omitted from the
analysis, the Cronbach’'s alpha coefficient for t
Therefore, it was decided temoveltem 13 from the PSkince thistem has a low correlation witthe

PSI in its entiretyThe analysepresented in theext sectionsvere conductedxcludingltem 13.

Table 11. The item—total correlation values of each item in the PSI scale.

Item Item-total correlation
1: Tell others about their condition? 0411
2: Living near a person with leprosy? 0.549
3: Same (or more) respect towards a person with leprosy? 0.521
4. Interact with a person affected by leprosy? 0.588
5: Visit the home of a person affected by leprosy? 0.642
6: Respect the family of a person with leprosy? 0.645
7: Family of a person with leprosy accepted in community? 0.582
8: Family members comfortable telling others that someone in family has leprosy? 0411
9: To marry a person with leprosy? 0.573
10: To marry a relative of a person with leprosy? 0.450
11: To hire a person with leprosy? 0.635
12: To buy food from a person affected by leprosy? 0.645
13: Person’s own name used instead of the name ‘leprosy patient’? -0.033
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Criterion validity

The Spear man’' s rdemohstrated atatisticdally dignifacant correlation between the
total scores of the PSI and SDS; 0.403, p< 0.05 and althougmot significant, aweaker correlation
wasobservedetween the total PSI and EMICSS scores; = 0.208, p=0.073.

Construct validity

The predetermined hypotheses suggested that there would be a psigitifecant, but not very strong

correlation between the total PSI and SDS/EMISS scores. However, based on the findings in

criterion validity,t he Spear man’ s r an énlyasatistically significardorrelatos t s h o w
between the PSI and SDS scoriedicatingthat < 75% of the predefined hypotheses are confirmed

Reproducibility

In this study, repeat interviews were conduacietth 48 participants. Thegreemenwas assessed with
the SDCFirst, the standard error of the mean (SEd} calculated &.33, which washenconverted
into SDC.The SDC in one individual (SO) is 1477. However,we do not work with individualso
the SDC in a group of people (SR&p wasmeasuredThe SDGroup Wasassesselly dividing 1477

by the square root of 48 {or repeat interviews). Thus, the value for SREIis 213.

The ICGgreemenivas used to assess the iAtgerviewerreliability of the PSI. A tweway random effects

model was employed. This model compares the total PSI scores from the first to the second (repeat)
interview, in which te ICGgreementof the PSI resulted i0.77. Terwee et al. (2007) defined that the
ICCagreemenshould be? 0.70, indicating that the PSI with an ICC value of 0.77 can be considered as a

reliable measurement tool.

Floor and ceiling effects

Figure 5 demonstrates a histograof the frequency ofhe total PSI scores. The Shapheilk test
resulted in g-value of 0.045, indicating that tlsaim scores in the P8ere not normally distributed.

The histogram shows thabrparticipants reached the lowest (0) or highest (65) possible PSI scores.

This indicates that no floor and ceiling effects exist amongst theuPsdcores of the respondents.
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Figure 5. A histogram showing the frequencigsaxis)of the sum scores in the P&taxis).
sumscores were not normally distributed given that the Shapiitk test provided g-value of 0.045

20.00

30.00

40.00

Sum scores in the PSI

(p-value < 0.05 means the data is not normally distributed).

Interpretability
Different subgroups were created to assess the interpretability of theeleBalfle12). A higher score

indicates a more negative perceptiomepirosy, or a person affected by leprdBgcause the PSI scores

50.00

60.00

The

were not normally distributedhe median scores andQRs were measured for each subgrolmpour

study, the males scored significantly higher (median of 36:00.027) than females (median of 30.0)
on the PSINo statistically significant differences were found among participants from diffagen

groups, education leveland employment status.

Table 12. The melian andnterquartile ranges of the PSUmscoregwith significance testingfor the

subgroupsex, age of participants, education, and employment status.

Subgroups N Median IQR 2575 p-value °
Sex Male 40 36.0 29.5-45.0
Female 60 30.0 20.0-37.0 0021
Age of ¢ 24 years 16 37.0 30.3-42.8
participants 25— 44 years 68 33.0 22.3-41.8 0.535
45— 64 years 15 27.0 23.0-37.0
2 65 years 1 35.0 -
Education 2 Low literate 58 30.0 20.0-38.3 0.064
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High literate 42 36.0 29.0-42.0
Employment Unemployed 33 36.0 26.0-42.0
status © Employed 65 32.0 22.5-37.0

aLow literate: no schoolingorimary schoolmiddle schogland literacy classe#igh literate: High school, higher secondary,

0.178

and other (Bachelorés or Master ds)
b P-value for each subgroup was measured using agasametric equality test for median scores.
¢ Two participants werexcludedfrom the employment staguanalysis because they were studge(go they do not have an

employment status).
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6. Discussion

The results of this study showed that the Maithili version of the PSI is a culturally valid tool to measure
perceptions of leprosy among community members in Né&pedatively loaded phrases in existing
stigma measurement tools may unintentionallgke negative and insensitive emotions or opinions
among respondentpptentially reinforang stigma towards persons affected by leprodyerefore,a

new stigma measuremeistrument, the Positive Stigma Inquiry, was desigiée.objectiveof this
studywas to prevent reinfoiieg stigma towards people affected by leprdsy,assessing the cultural
validity of the PSI for measuring leprosglated stigma in the context of Nepal. This stadyessed the
semantic, item, operational, and measurement validity of the PSI. Several adagtatloas adding
examples to the items, modifying Item 8 and the example for ItemeB required for a better
understanding of theSl In addition, the removal of Item 13 improved the measurement validity of the
PSiscaleThest udy’ s key findings r el awilkbet digcussed inthis di f f e

section, along witlareflection on the theoretical framework, ahés t u dtsengths and limitations.

6.1 Semantic validity

During the translation process of the PSI from English to Maithili, only minor adjustments were needed
to preserve a similar meaning of the translated words and questions. Howai@us additional
modificationsto the PSwere made duringnd afterthe qualitativedata collectiorphasesinceseveral

items were notwell understood by all community members. The PSI questions were easier to
comprehend for low literat participants when examples werntegratedinto the items.The
Consultation and Relational Empath§ARE) measurealthough targeting healthcare providexiso
includes examplesn theitems to make the questions more understandable for the respondents (Mercer
et al., 2004)The same applies for the Screening Activity Limitation and Safety Awareness (SALSA)
scale, which provides examplis the items that aabe used when participants do not understand the
items clearly (SALSA Collaborative Study Group, 2010gWous validation studiesf the WEMWBS
scalealsoadded standaisedexamples to the items to prevent incorrect interpretations (Dijkstra et al.,
2024; van der Staaij, 2019he use of examples in the stualyDijkstra et al. (2024) resulted in better
comprehension and correct interpretation of the questions in the WEMWABS, which is in line with our

findings.

Additionally, for tem8( 6 Woul d t he family member of a person
about it t o,itsedneed uncledor iheerasgonderis) whetherethuestionreferred tathe

family member or the person affected talking to their friends. afitindirect questiorit is possible
thatcommunity members may have difficulty distinguishing between the affected person and his/her
family membergRuytenbeek, 2017Based on this, Item 8 was revisediniowo ul d a fami |l y 1

feelc omf ortabl e telling others t Additonalyonadoondthati n t h e
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four participants did not use the teérl i v i oA synanynrirdtheir paraphrases for Ite(h@ Wo u | d
a community member ffeel c o mf or t.ar'bebeeparticipants msgd ne ar
wordsas6 b e a,yocu rnt dédgiot Imoiedagradt h e r in thair parapldaSedecause the term

6l i vi nigMaith# has @arious definitions. This finding is in agreement with the suggelsion
Stevelink & van Brakel (2013hamely that an inadequate translation of words or questions in validation
studies may result in confusion among the participants, challenges in the administration of the scale, or
the original meaning of words or items being lost. It is essentakthrresponding words or itenis

this case English versus Maithiiave comparable meanings (Sperber, 20D4¢. SALSA manual for
instance describes that multiple terms from the original instrument can be translated as the s@me term
a certairlocal language (SALSA Collaborative Study Group, 2010). Although, it can also go vice versa;
the meaning of certain translated words in the local language may have multiple definitions. To solve
this issue, we decided to change the example for Item 24ntdodisdmeone feel comfortable being a

nei ghbour of a psaceghera wawnotbétter laleemative shgnahiée Maithili term that
was used in the PSIfar| i v i nAll these imprdvementked to an increased semantic validity of
thePSlscale, ensuring that the wording and items were suitable and well understood without additional

explanations.

6.2 Item validity

Most participants considered all thirteen PSI items relevant and acceptable to their culture and situation
and feltcomfortable responding to the questions. One respondent mentioned that lterdas\Wb ul d an
empl oyer be willing tand 6®wWoal depsopl @i bh Wwepltbs
a person af f e ovreidelevayt tolhis pommunity,oécause employers will not hire
someone with leprosy since they might risk losing other employees, and people in his community would
not buy any food at all from a person with leproByh e r e s prswedlemoristrates that there is

still stigma presenttowards people who have leprosy his community.Previous studies in Nepal

showed that people affected by leprame frequently excluded from jobgAdhikari et al., 2013;

Calcraft, 2006; Marahatta et al., 2018), but are also not hired to new jobs simply becauseisttiteeir
impairmentgCalcraft, 2006de Stigter et al., 2000Jicholls & Smith, 2002)This indicatsthat stigma

still has a negative impact on employment of persons affected, resulfangagnopportunities to earn

money which would contributd¢o poverty(Calcraft, 2006; Nicholls & Smith, 2002f-or that reason,

we have decided not to changieexcludetheseitems becausat is essentiato measurehe impact of

stigmaon employmentopportunities Another reason for not changiog excludingthe two items is
becauseother participants considered them relevant and there were no additional justifications for

modifying ltems 11 and 12ll these findings together indicate a positive item validity of the PSI.
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6.3 Operational validity

No adjustments were made to fleemat of thePSI because most participants understood the answer
optionsand instructions andnentioned that the different answer options fit the itehime response

scaleof the PSis based on the Liketyperesponse scalesed bythe WEMWBS Van der Staaij (2019)
crossculturally validated the WEMWABS scaile India,andmost respondents understood the different
answer options, which is in line with our findmd@ijkstra et al. (2024) suggestedidinga visual
elemento theanswer option# the Likert response scalkuch asymbols because respondents in her

study were confused about the two stigma tools that used different response scales. The use of symbols
mi ght help the respondents’ i nt ewhenrmaltiple théakthn o f t
related stigma instruments widifferentresponse scales azeployedn a study(Dijkstra et al., 2024)

However, in our study there was no confusiomong participants regarding the response scatel

therefore nalterationsvere made

The intervieweradministered approach of the PSI was also appropriate, since most of the participants
had low literacy levels. Previous validation studige EMIGCSS in Tanzania and the Participation
Scale Short Simplified (PSSS) in Indongsigith high numbers of illiterate people in their study
population also used the interviewamtministered mode (Klinker et al., 2Q23oltof, 2019. Peters et

al. (2014) used a combination of interviewand seadministered approach for filling in the EMIC
CSS andSDS forms. This was also a possible option for study sincethere werenumerous
respondentwith higher literacy leveli the quantitativestudyphase We did not, however, change the
administration mode to a combination of interviewaard seadministered as ithe study oPeters et

al. (2014), becausthe Maithili languageconsists of multiple dialects. Because of the differences in
dialects, there is the possibility that responderightimisunderstand thESI itemswhen using a self
administeredapproachAdoptinga single administratioapproachalsoprovidesconsistencywhereas
using a mix oadministration methods may result in a reduced consistency across respdxitieise

findings togethesuggest a positiveting foroperational validity of the PSI scale.

6.4 Measurement validity

Theinternal consistencygf the PSfor all thirteen items was 0.851 but slightly increased to 0.869 when

Item 13 which showed a lowem-to-totalcorrelatonwas r emoved from the scal
should be between 0.700.95, thus ainternal consistencpf 0.869 éxcludingltem 13) is considered

very good A statistically significant correlation was observed between the PSI an¢r ST5403 p<

0.05), and although not significant, a weaker correlatitso existedbetween the PSI and EMHCSS

(r=0.208 p=0.073. The correlation between the PSI and 55 0.403 is sufficient since the SDS

assessst he respondent’s view and the PSI the percei
members. The smaller sample size for the EM@IES 6 = 50) compared to the PSi € 100) could

explain the nossignificant and weads correlation between the two scales. The predefined hypotheses
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statedthat there would be a positive, significant, but not very strong correlation between the PSI and
SDS/EMIGCSS sum scoreslthough the correlation between the PSI and ENMIES sum scores was
not statistically significant at the 5% level, it was near significant, and thus we still rated this positively
with regards to theonstruct validityfor the PSI.However increasing the sample size for the EMIC

CSSinterviewsto n = 100 could improve the assessmerntaristruct validity

The interinterviewerreliability of the PSI (ICGgreement Was 0.77 for 48 repeat interviews. Terwee et al.
(2007) suggested that the ICC should?b& 70 With a coefficient of 0.7,7/the PSikan be considered

as reliable because tikencordancéevel between the first and second (repeat) interview is high. The
SDGCyroup (2.13) of the PSI was smaller than the SRCL4.77) indicating that minoscore differences

are adequate for showing changeshe group levelwhereas major score differences are needed at the
individual level. A lower value for SD§eup indicatea relatively small measurement ersord thus a
goodcapability of thePSlIto distinguishactualchange®r differences in scores from measurement error
This finding is in line with other scale validation studies reporting smaller values faf.af2@mpared

to SDG,q (Peters et al., 2014; van der Staaij, 2019).

Interpretabilitymeanainderstanding the PSI sum scores between the different subgseepalfle12

in Chapter % The median score for mal€36.0)wassignificantly (p = 0.021)higherthan forfemales

(30.0 in our study showing that malesiay have more negative perceptions of leprdsgwever, his

is not in line with previous studies demonstrating higher (mean) scores for fermalpared to males
(Dijkstra et al., 2024Peters et al., 2014; Singh et al., 201%e lower median score for females in our
study could be explained by the possibility that they provided socially desirable answers rather than
their honest and true opinior@ther community/family members were occasionally present during the
interviews,which could have influenced this outcome (van der Staaij, 2@i&Yiousstudiesshowed

that participants with low literacy levels had more negative perceptibrieprosy comparedto
participants with high literey levels(Adhikari et al., 2014Kaehler et al., 2015; Rao et al., 2008; Singh

et al., 2019Urgesa et al., 2020In our study, however, no statistically significant difference was found
between lowand high literate respondentdis outcomenay be influencedy low literate participants
potentially providing socially desirable answeiSor instance, this group of individuals may believe
they are in a lower position than the interviewer, and therefore, they provide socially desirable answers
out of insecurities. Another possible explanation for the-gignifican@ could be that high literate
participants are more aware tapide honest and true opinions on sensitive questions or s

an interview.
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6.5 Reflection on theoretical framework

Crosscultural validation of new or adapted healdtated stigma scales is essential because concepts,
such a® s t i, mightb@& interpreted differently across cultures. For that reason, instruments intended
for use in another culture need to be first validated ecokarally (Stevelink & van Brakel, 20133nd

the model of equivalenqeoposed byHerdman et al. (19983 often used foscale validation processes

While this process may seem simple and uncomplicated, it is actually relatively comgitens @ al.,

2014). The revievby Bowden& Fox-Rushby (2003) examined the translation and validation process

of nine healtkrelated quality of life (HRQL) tools that used Herdman ét £.998) equivalence model
(Bowden & FoxRushby, 2003). Interestingly, the review found that the assessment of the five
equivalence categories (conceptual, item, semantic, operational, and measurement) for the nine HRQL

instruments was often insufficientg®&den & FoxRushby, 2003; Stevelink & van Brakel, 2013).

Stevelink & van Brakel (2013) adjusted Herdman et e1998) framework by incorporatingthe
psychometric properties specified by Terwee et al. (2007) to conduct-@eptih assessment of
measurement equivalence. Several studies have used this adapted version for cultural equivalence
assessments of new scales (Dijkstra et al., 2024; Petdrs2§114; Peters et al., 201K)seems that the
adapted frameworly Stevelink & van Brakel (2013) focusing on the five cultural equivalence
categories, includinghe psychometric properties, contribsite improvng the quality of the cross

cultural validationproces=f new instruments. This subsequently guarantees reliable and valid scales
across cultures/countries (Stevelink & \Brakel, 2013)However this is the very first validation study

for the PSkcale. Therefore, he t er m equi val ence was af(sdmantied i nt o
item, operational, and measurement validitging the newly developed definitions indicated in Table

1. Although he newlyformeddefinitions had no substantive impact, it was semantically relevant to use

t he t er mbetausdhk eqdivalence concepigerenot applicabldo this study.The framework

by Stevelink & van Brake(2013) using the newly developed definitiors the cultural validity
domainswas beneficial for this validation study to provide a clear directioméasuring and provided

a detailed description of the PSI’'s wvalidity in

6.6 Strengths and limitations

This studyhasvarious strengths and limitation®@ne fundamental strength is that this study used a
validated theoretical framewqréisit has been employed in previous validation studigggtra et al.,
2024;Peters et al2014). This framework serves as an evident structure to examine the validity of new
stigma assessment tool$ie newly developed definitiord the cultural validity domains could also be
considered as a strength, as they were originally unknowrhawgthereforea contributionto the

literature.
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A limitation could be that the tdepth interviews were conducted by a research assistant with limited
experiences in qualitative research, which may lead to insufficient and inaccuilafghninformation

from the respondents (Dijkstra et al., 2024). Mimimise theimpactof this limitation, the research

assistant received an extensive trairpnigr to data collectioowhichc over ed t he study’ s
gualitative and quantitative research methodology, and interview pradiisestriangulation ofdata
coll ection methods <can r educ as thistcarguardnteenvalid andi o n’
reliable data (Dijkstra et al., 2024)Jowever,participants occasionally expressed their frustrations and
insecurities during the interviews, and consequently, the research assistant sometimes felt
uncomfortable to ask followp questions as instructed. This resulteidfiormation with less depth than

desirable.

Another limitation of this study could be thetential presence sbcial desirability bias, whichccurs

when participants provide favourable answers and thereby conceal their honest or true opinions (Gower
et al., 2022)Most participants reported that the PSI items were easy to understand and that there were
no unclear words in the questions. However, it is possible that the respopdenteda socially
desirable answer or were embarrassed to admit they did not comprehend the items. Fisher (1994
degribes that an hdepth interview approactminimises the social desirability issue, because
respondents may provide extensive information. Many respondents in our study, howeverdprovide
limited detailedi nf or mati on. This could be due to the
conductingn-depthinterviews, or because participants were unsure how to respond due to insecurities.
It is also possible that community members who participated in this study, did not feel completely at
ease providing honest r es ponhkee(®hoimay b¢ gereeivedragasme nc e
outsider). However, the researchepresence was necessdoyobserve the local research assistant

during data collectioraddressing anguestions or unclarities, amtsuring theyuality of data

Furthermore, the smaller sample size for the EIMZIES could also be considered as a limitatdne
reason for tB smaller sample sizevas that the research assistattuggledto read the three
guestionnairesaloud to all respondents, particularly during high temperaturesaddition some
participants complained about the length of the intervi@h three questionnairgsand the
comparabity of the PSI and EMICCSSitems Therefore, it was decided to reduce the EMOSS
interviews because the SDS is considered the most neutral andesisestialfor analysing its
correlation with the PSNeverthelesshie reduced sample size for the EMBSS may have resulted in

a nonsignfificant correlation between the PSI and EMISS sum scores.

6.7 Recommendations for future research
This is the first crossultural validation study for the PSI, thus additional research is necesitlry

other target groups and in other cultural/language settughtional research is also requiredassess
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theresponsivenessf the PS|as thiswas notdonedue to time constraints, and to conduct more EMIC

CSS interviews because the sample size for this scale was smatl&Oj comparedo the PSI and

SDS f1=100 for both)Wevalidated the PSI in Maithili because most community members in the Terai
region of SoutkEast Nepal speak Maithili and are not fluent in Nepali. This, however, means that the
PSI scale in Maithili is not applicable for the total population in Neysgleople outside the Terai region

do not speak Maithili. @ further buld on our researctthe PSI shoul@lsobe validated in Nepali, so

the scale can be used for stigma assessments in other parts of Nepal. It is also essential to validate the
PSlamong community membeirsa different culture, to examine whatithepinions and perspectives
areregarding the PSI items. Additionally, we validated the PSI in the field of leprosy, but the PSI is
intended to be used to measure heedthted stigma in general. Therefore, the PSI should also be

validated for othestigmatised halth conditions.

Furthermore, with the present study we couldcmhpletelyanswera part of theresearch objective;
whether the PSI prevents the reinforcement of stigma towards persons affected by leprosy. However,
this study doegontributeto it by improving stigma assessment tools. To measure whether the PSI
indeed prevents the reinforcement of stigma, it is recommended to conduct the PSI in one andthe EMIC
CSS in another study sample. The negatively phrased items in the E®BGliffersrom the PSI and

thus, this scale could be used for assessing the difference in the reinforcement of stigma

Additionally, it could be helpful to conduct focus groups in the future to gadlepth information from
community members in an interactive setting. This method may provide new findings related to the
comprehension, relevancy, acceptability, and comfortability of @k items. However, it is also
possiblethat focus groups may not be beneficial in studies focussing on sensitive topics. This may lead
to discomfort and distress among patrticipants, making it challenging to gdapth information. In

this case, the researcher should be skilled to provide a safe and supportive environment and to be

conscious of triggers for instan@ocus Groups | Definition, Process, Pros & C@@24).

6.8 Conclusion

In this studywe answeed the main research questiofio what extent is the Positive Stigma Inquiry

(PSI) a culturally valid measurement tool for assessing lepretgted stigma among community
members in Nepal®@ur findings showed that the PSI has good item and operational validityar8ic

validity was achievebly incorporatingexamplego each item, awell as revisingtem 8 andheexample

for Item 2 for a improved comprehensiormmong community members.n addi ti on, t
measurement validity wagptimisedby removingltem 13from the scaleHowever, more EMIGCSS
interviews are necessary to improve #ssessment afonstructvalidity for the PSI. Altogether, tlis

s t u dindings suggest that the PSldsilturally valid and thusn appropriate scale for assessing

leprosyrelated stigma amoniglaithili-speakingcommunity members in the Terai regidgkthough,
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more research is needed to verify this, to make thescalé t abl e f or Nepal ' s enti
assess its validity inthercultural or stigmatised healttontexts Aside from that, this study provides a

significant contribution to improving stigma assessment tools.
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Appendix I: The equivalence concepts

The model of equivalence by Stevelink & van Brakel (2013), adjusted frofmatineworkdeveloped
by Herdman et al. (1998), has been discussed in Chapter 3. In the following, additional discussions

regarding the equivalence concepts can be found.

Conceptual equivalence

Conceptual equivalence examines whether the instruments have a comparable relationship to the
concept that is being studied and the emphasis assigned upon various domains of the concept. This
indicates that concepts may have distinct conceptualisatiomssatifferent cultural groups. Conceptual
equivalence is feasible when instruments have the same link to the underlying concept across different
cultures (Harachi et al., 2006; Herdman et al., 1998; Lee et al., 2021; Stevelink & van Brakel, 2013;
Zar a aceda etal., 2023

Item equivalence

Item equivalence refers to the varying relevance and acceptability of items across different cultures. The
relevance of items means that certain questions that ask about a specific topic in one culture, may not
be relevant in another culture. For instangeestions about the use of a specific medicine are not
relevant in cultures where this medication do not exist. The acceptability of items indicates that certain
guestions might be insulting to the target group or are related to taboo topics. Itthisdase, the items

should be revised and tested again before it can be applied in practice. Item equivalence can be achieved
when items in questionnaires are equally relevant, acceptable, and understandable among different
cultural contexts (Herdman et ,al998; Lee et al., 2021; Stevelink & van Brakel, 2013).

Semantic equivalence

Semantic equivalence refers to the instrument having the same meaning in different languages, in order
to achieve a comparable result on respondents speaking different languages. Thereby, it is important to
use language within questionnaires that is undedable to the target group (Herdman et al., 1998; Lee

et al., 2021; Stevelink & van Brakel, 2013).

Operational equivalence

Operational equivalence concerns the use of the same questionnaire format, instructions, administration,
and measurement methods between the adapted and originalrblzdét instrument. This domain can

be achieved when these elements do not have arctmpahe results (Herdman et al., 1998; Lee et al.,
2021; Stevelink & van Brakel, 2013). For instance, it is not logical to induce a visual analogue scale
within the questionnaire if community members are not familiar to viewing maps of their local area
(Herdman et al., 1998).

57



Measurement equivalence

Measurement equivalence is to assure that the psychometric properties between various language
versions of the same instrument are similar to each other (Herdman et al., 1998; Lee et al., 2021,
Stevelink & van Brakel, 2013). This indicates that the psy&tom properties between different
language versions of a questionnaire should be comparable in order to achieve measurement
equivalence. The psychometric properties, as defined by Terwee et al. (2007), were explained in the

theoretical backgrounsee setion 3.2).

Cultural equivalence

The study by Herdman and colleagues (1998) defines functional equivalence as the degree to which an
instrument is intended to perform equally effective amdifigrent cultures. However, the study of
Stevelink & van Brakel (2013) suggests that this equivalence should be named cultural equivalence,
combining the five previous mentioned equivalences (conceptual, item, semantic, operational, and
measurement) unddéhis domain. Cultural equivalence can be defined as the degree to which a new
instrument is equally applicable across multiple cultures (Stevelink & van Brakel, 2013), and can be
reached when the conceptual, item, semantic, operational, and measuramex¢mces have been

achieved.
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Appendix Il: Informed consent forms

[I.I Informed consent form for interviews

Co-investigators: Dunya Selemangél Crystal Kerkhoven

Organizations: Nepal Leprosy Trust (NLT) and NLR

Title of the study: Cultural validation of the Positive Stigma Inquiry (PSI) by measuring lepedaged stigma

among community members in Nepal.

Introduction: The aim of the study is to get more insight into leprstigma among community membexsd
healthcare workersThe results of the study are important for the health services in Nepal to help people with
leprosy in the future. We will ask you about your perspective related to the new form. If you feel that the questions

are too personal, or if you prefer to skiguestion, please let us know.

Voluntary participation: Your participation in this research is voluntary, which means that you can decide to
stop at any moment and without a reason. You will not receive any money or other resources for your participation
in this study.

Procedures and confidentiality: The interview will take around 4560 minutes. This interview will be audio
recorded if you give permission. To protect your privacy, the information of this interview will be anonymized,
and we will not share your information with anyone outside thearet team. The information will be stored in

a safe place and the audio recording will be deleted accordingly after transcribing.

Contact: Do you have any questions? For questions and more information please do not hesitate to contact us.
Lalgadh Leprosy Hospital & Services Centre. Lalgadh, Mithila Municipdlity Dhanusha District, Provinég
Nepal. +97715151322.

Consent: | have understood the information, and the researcher has answered my questions. | know | can end my

participation in this study at any given time. | am a voluntary participant in this study.

Researcher: | have clearly and thoroughly educated the participant on the nature, methods, and purpose of the

study. | have answered any potential questions that the participant may have regarding the research.

Date:

Signature Participant Signature Researcher

Thank you very much for participating in this study.
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Il.II Informed consent form for questionnaires

Co-investigators: Dunya Selemangél Crystal Kerkhoven

Organizations: Nepal Leprosy Trust (NLT) and NLR

Title of the study: Cultural validation of the Positive Stigma Inquiry (PSI) by measuring lepedaged stigma

among community members in Nepal.

Introduction: The aim of the study is to get more insight into leprstigma among community membexsd
healthcare workersThe results of the study are important for the health services in Nepal to help people with
leprosy in the future. We will ask you to fill in this questionnaire about your thoughts related to leprosy. If you

feel that a question is too personal, pleas@$ know, and we will skip this question.

Voluntary participation: Your participation in this research is voluntary, which means that you can decide to
stop at any moment and without a reason. You will not receive any money or other resources for your participation
in this study.

Procedures and confidentiality: The interview related to the questionnaire will take around 8 minutes. We
will fill in your answers on the questionnaire forfiro protect your privacy, the information will be anonymized,
and we will not share your information with anyone outside the research team. The information will be stored in

a safe place.

Contact: Do you have any questions? For questions and more information please do not hesitate to contact us.
Lalgadh Leprosy Hospital & Services Centre. Lalgadh, Mithila Municipdlity Dhanusha District, Provingg
Nepal. +97715151322.

Consent: | have understood the information, and the researcher has answered my questions. | know | can end my

participation in this study at any given time. | am a voluntary participant in this study.

Researcher: | have clearly and thoroughly educated the participant on the nature, methods, and purpose of the

study. | have answered any potential questions that the participant may have regarding the research.

Date:

Signature Participant Signature Researcher

Thank you very much for participating in this study.
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Appendix I11: Socio-demographic form

General

Name of data

collector/interviewer

Date of interview

Participant information

Participant ID

Phone number

Municipality - Ward no.

Name of village

Age of participant

Sex

O O o o

Male
Female
Other:

Prefer not to say / deot know

Religion

Hinduism
Buddhism
Islam
Christianity
Other:

Prefer not to say / do not know

Education

O O O 0O o O o oJlo o o o o o

No schooling

Primary school (5th)
Middle school (8th)
High school (10th)
Higher secondary (12th)
Tergraduate schooling
Other:

Prefer not to say / do not know

Current employment status

O O O o o o o

Unemployed
Home maker
Selfemployed
Serviceholder
Labaur work
Student
Retired
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Other:

Prefer not to say / do not know

Marital status

O O O O o ol o o

Currently married
Widow(er)

Divorced

Separated

Single/ nevermarried

Prefer not to say / do not know

Living situation

O O O o o o

With family in village

Alone in village

Designated colonysegregated area
Homeless

Other:

Prefer not to saydo not know
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Appendix IV: Semi-structured interview guide

1. Introduce ourselves
The research assistant introduces hi m/l herself and

interview and subsequently thank the respondent forwhdimgness to participate in this study.

Thank you for participating in this study. This is [...], a student from the Netherlands and responsible for this
project. My name is [...] and | will conduct this interview together with [...]. | will guide you through the

interview because | am a natitaithili speaker.

2. Introduce study and interview
The local research assistant explains the aim of the study and the procedure of the interview to the respondent.

“The aim of the study is to get more insight into lepsiggma among community members. The results of
the study are important for the health services in Nepal to help people with leprosy in the future. We will ask
you about your perspective and thougtakated to the new form. This interview will help us find out if the
guestionnaire can be used in Nepal. The interview will take around 45 minutes in total. There are no right or
wrong answers. If you feel that a question is too personal, or if you poeskip a question, please les

know and we will skip the question. o

3. Ask for informed consent
The research assistant will read the informed consent form to the respondent. The respondent can ask

guestions if something is unclear. The research assistant provides the respondent the answers when needed.

Do you give permission to participate in this stud
thumb print from the respondent is collected].

Do you give permission @udio-record the interview?

4. Fill in respondent’s personal information

Ask questions concerning their personal information ¢se&g-demographidorm).
First, we need some personal information from you. [FiBagicdemographidorm].

5. Ask for further questions
Now that we have discussed the informed consent asdd¢fedemographid¢orm, do you have any questions

for me? If not, then | will start recording.

*Start recording*
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Explain procedure and answer options
AThi s iconsigsroMwogants. For the first part of the interview, we will go through the questionnaire.

We will read each question out loud to you in Maithili. After each question, we will ask you additional

guestions. In the second part of the interview, weask you some general questions about your opinion
regarding the questionnaire and the answer options in the questionnaire. The answer options for each

guestion are 6none of the ti me, rarely, some of t

Instructions for the interviewer:
1 If the respondent does not answer the question, or does not understand the question, the question

should be repeated in the same way.

1 If the respondent still does not answer or does not understand the question, use the Q/Q to guide the
guestion further.
The questions should not be paraphrased or translated during the interview.
If the individual goes oftopic, gently guide them back to the question and kindly remind them that
they can discuss possible issues or topics at the end of the interview.

1 If the respondent does not feel comfortable with answering a question, her/she is not obligated to.

Part I: Semantic and item validity
After each guestion, the following questions will be asked:

Interviewer reads the question from the PSI scale out loud to the participant
1. Can you repeat the question in your own words?
a. If the respondent uses the exact same words/phrases as in the item: Can you give an
example?
2. Did you find the question easy to understand?
a. If no: Why was it difficult to understand tlygiestion? Do you know what could be changed
to make the question clearer to you?
3. Were any words in the question unclear to you?
a. If yes: Which words were unclear?
i. Do you know which words could be changed to make the question clearer to you?
4. Do you think this question is relevant for you and other community members?
a. If yes: Why? Can you give an example?
b. If no: Why? Can you give an example why not?
5. Wouldyou feel comfortablevith answering this questidhyou had t&
a. If yes: Whywouldyou feel comfortable?
b. If not: Whywould you not feel comfortable?
i. Were there any words, phrases or statements in the question that made you feel
uncomfortable?
ii. Do you know what could be changed to make the question more comfortable?
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Part Il: Operational validity

After completing all the questions, the following questions will be asked:

The interviewer reads the instructions and different answer options (none of the time, rarely, some of the
time, often, all the ti me, I donét know) from the
1. What did you think of the questionnaire?
2. Did youunderstand the different answer options?
a. If not: Why were the answer options not clear to you?
i. Do you know what could be changed to make the answer options clearer to you?
3. Do you think the answer options suit the questions well?
a. If not: Why?
i. Do you know what could be changed to make the answer options suit the question
better?
4. Did you understand the instructions of the questionnaire?
a. If not: Why?
i. Do you know what could be changed to make the instructions clearer to you?
5. Do you think this questionnaire is relevant for you and other community members?
a. Ifyes: Why?
b. If not: Why not?
6. Did you feel comfortable during this interview?
a. If no: Why not?
i. Were there any specific questions or words that made you feel uncomfortable?
ii. Which question(s)/word(s)?
iii. Can you explain why this specific question or word made you feel uncomfortable?
Do you have any other remarks/comments or questions about the questionnaire?
Did we forget anything important during the interview that you think should be mentioned?

9. Do you have anguestions?

AThis was the last question in the interview. Thank you for taking the time to participate and for sharing your

answers with us. We appreciate your willingness to participate in this study.

*Stop recording*
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Appendix V: Positive Stigma Inquiry

V.l Thefirst English version of the PSI

Instructions for filling in the questionnaire

This questionnaire consists of a general scale of thirteen items for assessing health-related stigma among

community members and a separate sub-scale of five items for assessing health-related stigma among

healthcare workers.

Each question has five response options:

None of the time:It never happens

Rarely:It happens on rare occasions or has happened only one time

Some of the timeit happens consistently from time to time
Often: It is common and has repeatedly happened
All the time: It always happens

L R 2y Qihe phricigadt Moes not know if or how many times it happens

Please, choose the option that best fits your opinion and fill in the appropriate box accordingly.

Scale for assessing community member healédtated stigma

Item

Question

None of
the time

Rarely

Some of
the time

Often

All the
time

L R2
know

5

4

3

1

Would a person with [condition] be
willing to tell others about their
condition?

Would a community member feel
comfortable living near a person with
[condition]?

After finding out that a person has
[condition], would a community
member have the same (or more)
respect towards this person?

Would other people in your community
be willing to interact with a person
affected by [condition]?

Would people be willing to visit the
home of a person affected by
[condition]?

Would people in your community
respect the family of a person with
[condition]?

Would the family of a person with
[condition] be accepted in the
community?

Would the family member of a person
with [condition] feel comfortable
talking about it to their friends?

Would a community member be willing
to marry a person with [condition]?
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10.

Would a community member be willing
to marry a relative of a person with
[condition]?

11.

Would an employer be willing to hire a
person with [condition]?

12.

Would people be willing to buy food
from a person affected by [condition]?

13.

How often is the name of [condition]
used instead of the person’s own name
when people talk about him/her?

Subscale for assessing health care provider heattiated stigma

14.

Would the care of a patient who
has/had [condition] be considered a
“respectable job”?

15.

At the health facility, would health care
providers be comfortable touching
someone with [condition]?

16.

Are patients with wounds or disabilities
due to [condition] treated in the same
treatment room or ward as other
patients? *

17.

Would you use different protective
measures when treating patients with
[condition] as you would for patients
with other infectious diseases? (e.g.,
tuberculosis)

18.

Would you feel comfortable diagnosing
or managing [condition] cases at your
health care facility?

*May not be relevant for all NTDs
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V.1l TheEnglish version of the PSisedfor thequantitative pase

Instructions for filling in the questionnaire
This questionnaire consists of a general scale of thirteen items for assessing health-related stigma among

community members and a separate sub-scale of five items for assessing health-related stigma among

healthcare workers.

Each question has six response options:
None of the time:lt never happens
Rarely:It happens on rare occasions or has happened only one time

Some of the timeit happens consistently from time to time

Often: It is common and has repeatedly happened
All the time: It always happens
L R 2y Qthe pariycigadt Yoes not know if or how many times it happens

Please, choose the option that best fits your opinion and fill in the appropriate box accordingly.

Scale assessing community perception towards leprosy

Item

Question

None of
the time

Rarely

Some of
the time

Often

All the
time

L R2
know

5

4

3

Would a person with [condition] be
willing to tell others about their
condition? For example, would
someone with leprosy tell other people
that he/she has leprosy?

Would a community member feel
comfortable living near a person with
[condition]? For example, would
someone feel comfortable being a
neighbour of a person with leprosy?

After finding out that a person has
[condition], would a community
member have the same (or more)
respect towards this person? For
example, would someone acknowledge
a person with leprosy and say hello to
them when they meet them?

Would other people in your community
be willing to interact with a person
affected by [condition]? For example,
would someone have a conversation
with a person with leprosy?

Would people be willing to visit the
home of a person affected by
[condition]? For example, would
someone go to the home of a person
with leprosy to drink tea?

Would people in your community
respect the family of a person with
[condition]? For example, would
people in the community ask for the
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opinion of the family of a person with
leprosy?

Would the family of a person with
[condition] be accepted in the
community? For example, would
people in the community invite the
family of a person with leprosy to
community events?

Would a family member feel
comfortable telling others that
someone in the family has [condition]?
For example, would someone feel at
ease telling his/her friends that his/her
brother or sister has been diagnosed
with leprosy?

Would a community member be willing
to marry a person with [condition]?

10.

Would a community member be willing
to marry a relative of a person with
[condition]? For example, would a
person marry the brother/sister of
someone with leprosy?

11.

Would an employer be willing to hire a
person with [condition]? For example,
would a school hire a person with
leprosy to work as a schoolteacher?

12.

Would people be willing to buy food
from a person affected by [condition]?
For example, would someone buy
vegetables from a person with leprosy?

13.

How often is the person’s own name
used instead of the name ‘leprosy
patient’ when people talk about
him/her? For example, saying
kustharogi instead of Ram Prakash?
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V.III The (final) Englishversion of the PSibllowing the quantitative analysis

Instructions for filling in the questionnaire
This questionnaire consists of a general scale of thirteen items for assessing health-related stigma among

community members and a separate sub-scale of five items for assessing health-related stigma among

healthcare workers.

Each question has six response options:
None of the time:lt never happens
Rarely:It happens on rare occasions or has happened only one time

Some of the timeit happens consistently from time to time

Often: It is common and has repeatedly happened
All the time: It always happens
L R 2y Qthe pariycigadt Yoes not know if or how many times it happens

Please, choose the option that best fits your opinion and fill in the appropriate box accordingly.

Scale assessing community perception towards leprosy

Item

Question

None of
the time

Rarely

Some of
the time

Often

All the
time

L R2
know

5

4

3

Would a person with [condition] be
willing to tell others about their
condition? For example, would
someone with leprosy tell other people
that he/she has leprosy?

Would a community member feel
comfortable living near a person with
[condition]? For example, would
someone feel comfortable being a
neighbour of a person with leprosy?

After finding out that a person has
[condition], would a community
member have the same (or more)
respect towards this person? For
example, would someone acknowledge
a person with leprosy and say hello to
them when they meet them?

Would other people in your community
be willing to interact with a person
affected by [condition]? For example,
would someone have a conversation
with a person with leprosy?

Would people be willing to visit the
home of a person affected by
[condition]? For example, would
someone go to the home of a person
with leprosy to drink tea?

Would people in your community
respect the family of a person with
[condition]? For example, would
people in the community ask for the
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opinion of the family of a person with
leprosy?

Would the family of a person with
[condition] be accepted in the
community? For example, would
people in the community invite the
family of a person with leprosy to
community events?

Would a family member feel
comfortable telling others that
someone in the family has [condition]?
For example, would someone feel at
ease telling his/her friends that his/her
brother or sister has been diagnosed
with leprosy?

Would a community member be willing
to marry a person with [condition]?

10.

Would a community member be willing
to marry a relative of a person with
[condition]? For example, would a
person marry the brother/sister of
someone with leprosy?

11.

Would an employer be willing to hire a
person with [condition]? For example,
would a school hire a person with
leprosy to work as a schoolteacher?

12.

Would people be willing to buy food
from a person affected by [condition]?
For example, would someone buy
vegetables from a person with leprosy?
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V.IV Thefirst Maithili version of the PSI

TFRTHE Fad @aa (PSI) fdersy
=1 3 A yeATEell WX P e '

HU T B GHI AT W@IEAFH] & [ gafad g w@re awad Fee a9 73 gearaer
I A Afg | e § F 93 T GEE & AlGT 9 F A Alg ATIT L T W@TEAFHT
THF o |

TAF WA { I T IO (Ao AT ¢

FEAT e - Feadr Afe fIa &

AT FlEAT : T TV HGAR R Ega Afg a1 AT U R A A4y

FREATET : THT THT W FER EEd Bd A3

AT T ATH 91T ARG AT 97 S BT @A Ay

w gy : afeed digq &%

T TS T AG : IUAETAT & A8 T SF o § eled &F AT HAF 9K e SF
HTET 3 Fra 7 & q@ PEIET FIW G 8 FEw 7 eF awnaer a7

™ @ Afe @ wWRed § §Rid due @ a@Ed @ A" Td

e T FEA! | AS | Fedrerel | AT | q9 | TR A

aite | wfeEr THY

Y ¥ 3 R )|

fp wifaa =afad s (FSI) # A
# BT % JaTed o qdK 8dlE ?

{6 RS FAT AT (FT) AR
fqd & Asiad WA H 8o A
FAT 7

FET AT F ATHC (FSAM) F aRH
i & Ule oAfaa & 9iq s @ 94
A Bad ?

F qeT F FHIA & FT Afad 9 (
FEIM) F AT Afda & A=
FY P Ad oG ead 7

F AF T (FAM) T TATRAT A
e & X SAF AT §TgF &dTE !

P AqBT B A P wdlb T (FEE)
AN AfHT & IRAR F GHAT e ?
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&, | (FSIAT) AN Afdq P qRER B
e 99 Sqd § g 9} | A

F H GeS Hedq Fad ¢

ﬁﬁﬁwm%wﬁa(a@m
G

aermaa(agw)ﬁwﬁasqﬁa
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V.V The Maithili version of the PSlised for the quantitativehpse

TFAS Faw [garg (PSI) weesT
e 39 AW yyATEer R @ e 9

AT I F FHIT T @RAFHT & fow yafaq fFg @ g Fde 99 95 geaE«r ¥ 39
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TAE T G o1 I faopeq Aerfeg

# waer e Fear Al FaT 8%

# AT Fledy © § qEW 9 W EIed Afg AT WA U oY A Afs
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# AT . T A A1d AfG A SR S EIEd T@d G

# 9e qwy : afeEd dgd 3%

# T TS TR AT - IUETAT F Afe A IF F § eed oF AN FAF A% 85T &P
o1eT & Frame & & 98 13T FIA G & AT 7 2 amaer s |

T A FESW Ui foe sebew S
& 9y FEAI | AR | FEUHS | AFR | 99 | gHA AT
e | wfEEr qHE | I

4 ¥ 3 R 1

fop gwifara =afaq a9+ (Fs8) & @)
¥ Y F T o JAR &€ 7
IR(EX & A, foF FRBIT AT AfHT
fepl 1 & FEd T HIFT FHINT AR
Ate?

{5 RS FAT Afdd (FEI) AW
Hfad & ASliad T § Fes "eqd
FAT ? IEEW F o, [ FAT Afad
FEIAT AN Al & TSI 9 & 2
H el Heqd #qq?

FET TS & BT (FBIAM) & qH Tl
ufe =faq & Wi sias @ o) "W
EFd 7 SAERW # o, [ P Al
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T BYF THEHR H3 7
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90

FIAT Al FLRRT AN AT &

F AET & AT & Ah g9 (FHU)
AN SATHT & URER & G Hd 7

IEMET F o, foF FET FHUT AR

foF FEAT AT Al & IRAR F
o fopall IR & @R W W A G
¥ Fed H ool Hedd FId ! AR &
o, fFFFT AT A F S FeT H
AT a1 Hesl e T o e ATE
a1 afed F FAT G

@I B THEA & AT (FFSIT) AT
e & frdeEr & faaw #3 # o
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# AP T (FSA) F yoifaa =afE o
AN @O3T & o §ogF 2ae !
IEMEW & o, fop FAET TR FSAT

AN afad & aebrey g ?
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Appendix VI: Explanatory Model Interview Catalogue Community Stigma Scale

VI.I The English version of the EMICSS

2. If a member of your family had [condition],
would you think less of yourself, because of
this person’s problem?

4, Would others think less of a person with
[condition]?

6. Would other people in your community avoid
a person affected by [condition]?

8. Would people in your community think less of the
family of a person with [condition]?

10. Would a family have concern about disclosure if
one of their members had [condition]?

12. Would [condition] cause problems in an ongoing
marriage?

14, Would having [condition] cause difficulty for a
person to find work?
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VI.II The Maithili version of the EMIGCSS

HeATTT GFI B0 T Ufee HOAT FAT IYAEHE SOX ged HE (F A F AF A |
FaarT ¥ ( ghe FEHT fer e (gt fafaes)
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yai @ ?
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T A 7

q¥

o FrT afehe FEAAT Feleh FROT FH JEUH H(oA15 215d 7
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Appendix VII: Social Distance Scale

VII.I The English version of the SDS

SOCIAL DISTANCE SCALE Male
Please read the following statement (vignette)

Rahman is a 23-year-old man. He has been treated for leprosy during the past year. The
doctor has declared him cured, even though some of the fingers on his right hand are still
bent and his skin is still dark, because of the treatment. Rahman has a job in the local small
business that belongs to his uncle. He earns Rp 1.2 million per month and is doing well in his
job. He is a little bit slower than before, because of the effects of leprosy on his hand, but the
employer never complained about that. At his job, Rahman gets along well with his
colleagues. Rahman would like to get married. He is considering joining a local youth
organization, so he can meet people of the same age. He also hopes to get a better job to
be able to earn more than in his present job.

Please, select the answer that best fits your opinion

Definitely Probably Probably Definitely
willing willing not willing not willing

0 1 2 3 Score

1 | How would you feel about renting a
room in your home to someone like
Rahman?

2 | How about being a worker on the same
job with someone like Rahman?

3 | How would you feel having someone
like Rahman as a neighbour?

4 | How about having someone like
Rahman as caretaker of your children
for a couple of hours?

5 | How about having one of your children
marry someone like Rahman?

6 | How would you feel about introducing
Rahman to a young woman you are
friendly with?

7 | How would you feel about
recommending someone like Rahman

for a job working for a friend of yours?

SOCIAL DISTANCE SCALE Female

Please read following statement (vignette)

Rahmi is a 27-year-old woman. She has been in treated for leprosy during the past year.
The doctor has declared her cured even though some of the fingers on her right hand are
still bent and her skin is still dark because of treatment. Rahmi has a job in the local small
business that belongs to her uncle. She earns Rp 1.2 million per month and is doing well in
her job. She is a little bit slower than before, because of the effects of leprosy on her hand,
but the employer never complained about that. At her job, Rahmi gets along well with her
colleagues. Rahmi would like to get married. She is considering joining a local youth
organization, so she can meet people of the same age. She also hopes to get a better job to
be able to earn more than her present job.

Please, select your most fit to your opinion

Definitely Probably Probably Definitely
willing willing not willing willing

Score

How would you feel about renting a room
in your home to someone like Rahmi?

2 | How about being a worker on the same
job with someone like Rahmi?

3 | How would you feel having someane like
Rahmi as a neighbour?

4 | How about having somecne like Rahmi
as caretaker of your children for a couple
of hours?

5 | How about having one of your children
marry someone like Rahmi?

6 | How would you feel about introducing
Rahmi to a young man you are friendly
with?

7 | How would you feel about
recommending someone like Rahmi for
a job working for a friend of yours?
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VII.II The Maithili version of the SDS

FTafT 4 ( wrEfeE T W
AAIAF T8 Toel ® TS AE qed d7g o AT
e o |

Tt e FANT Eréd ufg | T a1 fay aEE

FT FEATIS fea arawd fr=n Ieee #ua 19 F91 994 374 ¢

| g &

| afeeme =i

|

TAFER 33 AYF qad ARy | o GfgET wew o
FHH ITAR FEA ATG | TFT GAH AT [ o7
et et il J4T g 2T eraE firg smREw dee
#hg o 1 TAEF T Gend I FE A e g )
TASAFET AT FTET Tl UYe AGATTH BTH B
afg | ot wfemr W IR FAEG Afg wr FTeH
LT FET afig | AT ITE FROT FTAH FET AT
T FI9 FE G deed g F F7 F W G
Afed dommeerars sfew 1 & wHEn ¥ § ) FEE
TR TehEER e B afg | e e
FH HT G | A Uebel WIE qa1 GHEH AT9g eEw
aMed wiE FAU A AR AT e § | a
TEAE T S8 T e AT Hed ¥ ATIErer 9er
1

T 9 A FAfq Al | o qiEEr WEw [ HRE
IR FRES Al | SN A A foF ¥ T aq
aifig AT gt <fer eTae fobg s W e et o
TARF FRO FAF [ F4O A AT A4 | oA
FTRTE Uehel U] SHINAAA FH Hid 9fg | & aqfgars
0 AR FHIET Al 1 FTIH FLA FET Al | i
ITE B BT L AT [ F1oT FCP Bef Ao
A F FH W T Al demearard afew oo
FAT THET A G | FEE GedH qo arfeEd @
afig | ST faTE HRCS WA | S Ter @A gAT
TEH Iag EET AEG Al FAC I TEF AT
He B | 1 CEAE T ST Ao S A ded &
arerraTdY e G |

9 | TR PATHE Wed EAT AR AT WH WIETH
TE 39 N O ded Heqd 7

3 | PATHE FREA P FET FHH PSR T IS
FEA AW dred oo & W o 7

3 | e W1 TAmE S wAfth O 9 T e 7

¥ | Y A AR G175y auTs A e [
ToaTE JEHTAS PTERAT SEaes o el [ dad
TEH T 7

Y |7 e FA AfmET ArerE Aer a1 A T
faare g ara ¥ a fF & 0

< | smerr 1 aRfae gEdET AR & R FeTE
FAA e AEGH B ?

© | AR AU ATAATE AR PATHY G AR
A Arbdie FAETRE HURS T P Heqd BT

7

79



Appendix VIII: Village areas in the quantitative study

Table Al. Thisinformationis part of the socialemographic tablef participants that have participated
in the quantitative lpaseof this study(see Chapter 5.2.1)t contains information (the number and
percentage) on the many villagashe Dhanusha, Mahottari, and Sarlahi districtMauhesh province

from where the community members originate.

Participants (N) Percentage (%0)

Village

Laliya 18 18
Bengasipur Thumhauna 12 12
Shree Nagar 9 9
Manara 8 8
Nawalpur 7 7
Durga Tole 7 7
Bhokteni 7 7
Kamat 6 6
Basantpur 5 5
Barhampuri 3 3
Mohangunj 2 2
Dharapani 1 1
Dhalkebar 1 1
Lohra 1 1
Juri Bajar 1 1
Sarshwar 1 1
Gorpar 1 1
Bishnu 1 1
Bengadavar 1 1
Lalgadh 1 1
Dhankaul 1 1
Bhediya 1 1
Ibarwa 1 1
Chuharba 1 1
Dumariya 1 1
Mahuliya 1 1
Gaushala 1 1




Appendix IX: Codebook

Table A2. Codebooldevelopediuring the qualitative data analysis of sestmuctured interviews. This
codebookincludest he main themes from t hi that are essegtial g0 c o n c «

answering the RQ.

Themes Sub-codes Origin Definitions

It can be suggested that the item

i _ was understood once the commun
Item understanding Deductive )
members were able to provide

answers to the items

Item understanding after P— The items were understandable or
nductive
examples examples from the QbyQ weused

Semantic validit :
y When community members were

Clear repeat answer Inductive able to paraphrase the items in the

own words

When community members were
o ) able to provide an example or

Clear words in item Inductive )
explanation to

di fficult?’ term

The items are relevant to both the
Item relevance Deductive community members and their

community

The items are irrelevant to both the

. Item irrelevance Inductive community members and their
Item validity it
community

The items were acceptable to the
- _ community members and their

Item acceptability Deductive
culture; they felt comfortable

answering théems

The questionnaire was considered
Questionnaire appropriateness | Deductive good among the community

members

The questionnaire is relevant to bg
Questionnaire relevance Deductive the community members and their

. - community
Operational validity

The questionnaire is irrelevant to
Questionnaire irrelevance Inductive both the community members and

their community

When community members felt
Uncomfortable in interview Inductive uncomfortable during the interview

process

81



Appendix X: Discrepancies table for the PSI

Table A3. This table demonstrates the differences between the primary (Englishaekulanslated

versions of the PSI. In addition, the solutions to the discrepancies are discussed and subsequently, the

revised items are presented.

Item English version Back-translation Discrepancies Solution Revised item

Title Positive Stigma Inquiry (PSI) Positive Stigma Inquiry (PSI) - - Positive Stigma Inquiry (PSI)
prototype Prototype Prototype

Subtitle Scale for assessing community | Scale for accessing community | The term “accessing” differs “Accessing” was an error and Scale for assessing community
member health-related stigma member health-related stigma from the term “assessing”. was corrected. people health-related stigma.

The term “member” was “Member” was changed into

regarded as vague and not “person”, or “people” if used as

commonly used in the Maithili a plural. This way, there was a

language to describe an clearer understanding for both

individual in the community. researchers and participants
regarding the intended meaning
of “community member”.

1 ‘Would a person with Would an infected person be The term “person with “Infected” was a typing error Would an affected person be
[condition] be willing to tell ready to tell others about their (condition)” differs from and was corrected into willing to tell others about their
others about their condition? (situation)? “infected person”. “affected”. (situation)?

The term “be ready™ has a “Be ready” was changed into

different meaning than the term | “be willing” and was included

“be willing”. in the revised item.

The term “situation” is different | Both “condition” and

from the term “condition”. “situation” translate to the same
term in Maithili language.

2 ‘Would a community member Would a community member The term “being” is different The on-site supervisor fluentin | Would a community person feel
feel comfortable living near a feel comfortable being around a | from the term “living”. Maithili was asked to read the comfortable to live around a
person with [condition]? person with (situation)? Maithili version of this item and | person with (situation)?

translate it into English. The
term “living” was already
accurately translated from
English to Maithili. Because of
this, “being” was corrected into
“to live™.

3 After finding out that a person After finding out the (situation) | The term “person with “Infected” was a typing error After finding out the (situation)
has [condition], would a of a person, would a community | (condition)” differs from and was corrected into of a person, would a community
community member have the member have the same (or “infected person”. “affected”. member have the same (or
same (or more) respect towards | more) amount of respect more) amount of respect
this person? towards the infected person? towards the affected person?

4 ‘Would other people in your Would other people in your - - Would other people in your
community be willing to community be comfortable to community be comfortable to
interact with a person affected interact with a person affected interact with a person affected
by [condition]? by (situation)? by (situation)?

5 ‘Would people be willing to visit | Would people in your The item in the questionnaire, No changes were made. Would people in your
the home of a person affected community be willing to visit which referred to an "affected community be willing to visit
by [condition]? the house of the affected person | person (situation)," maintained the house of the affected person

(situation)? the same meaning in both the (situation)?
Maithili and English versions.
However, the grammar of the
back-translation was not
accurately expressed in English.

6 ‘Would people in your Would people in your - - Would people in your
community respect the family community respect the family community respect the family
of a person with [condition]? of a person with (situation)? of a person with (situation)?

7 Would the family of a person Would the family of a person - - Would the family of a person
with [condition] be accepted in with (situation) be accepted in with (situation) be accepted in
the community? your community? your community?
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8 Would the family member of a | Would the family member ofa | - - Would the family member of a
person with [condition] feel person with (situation) feel person with (situation) feel
comfortable talking about it to comfortable to talk about it with comfortable to talk about it with
their friends? their friends? their friends?

9 ‘Would a community member be | Would a community member be | - - Would a community member be
willing to marry a person with willing to marry a person with willing to marry a person with
[condition]? (situation)? (situation)?

10 ‘Would a community member be | Would a community member be | - - Would a community member be
willing to marry a relative of a willing to marry a relative of willing to marry a relative of
person with [condition]? person with (situation)? person with (situation)?

11 ‘Would an employer be willing Would an employer be willing - - ‘Would an employer be willing
10 hire a person with to hire a person with 10 hire a person with
[condition]? (situation)? (situation)?

12 Would people be willing to buy | Would people be willing to buy | - - Would people be willing to buy
food from a person affected by food from a person with food from a person with
[condition]? (situation)? (situation)?

13 How often is the name of How often a person is called by | In addressing the stigma Replacing the phrase “by their How often a person is called
[condition] used instead of the their (situation) instead of their | associated with leprosy, (situation)” with “leper”, "leper” instead of their own
person’s own name when name when people talk about individuals may commonly use name when people talk about
people talk about him/her? him/her? the term "leper” to refer to a him/her?

person affected by leprosy. In
this research, rather than stating
"their (condition/situation)”, we
will utilize the Maithili
translation of the English term
"leper”.

14 Would the care of a patient who | Would caring a patient with - - Would caring a patient with
has/had [condition] be (situation) be considered a (situation) be considered a
considered a “respectable job™? | “respectable job™? “respectable job™?

15 At the health facility, would At the health care centre, would | - - At the health care centre, would
health care providers be health care providers be health care providers be
comfortable touching someone | comfortable touching a person comfortable touching a person
with [condition]? with (situation)? with (situation)?

16 Are patients with wounds or Are patients with wounds or - - Are patients with wounds or
disabilities due to [condition] disabilities due to (situation) disabilities due to (situation)
treated in the same treatment treated in the same treatment treated in the same treatment
room or ward as other patients? | room or ward as other patients? room or ward as other patients?

17 ‘Would you use different Would you use other protective | - - Would you use other protective
protective measures when measures while treating patients measures while treating patients
treating patients with with (situation) as you would with (situation) as you would
[condition] as you would for for patients with other for patients with other
patients with other infectious infectious diseases? (e.g., infectious diseases? (e.g.,
diseases? (e.g., tuberculosis) tuberculosis) tuberculosis)

18 ‘Would you feel comfortable Would you feel comfortable - - Would you feel comfortable

diagnosing or managing
[condition] cases at your health

care facility?

diagnosis or managing
(situation) cases at your health

care centre?

diagnosis or managing
(situation) cases at your health

care centre?
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Website: http://www.nhrc.gov.np, E-mail: nhrc@nhrc.gov.np
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Appendix XI1I: Al statement

In this study one artificial intelligence (Al) tool, called Quill Bot, was employed to improve the
language used in the sentences. Quill Bot doesugdest additional prompts orodify the structure

of the sentences, but it does provide synonyms for waniiglly, | wrote the sentences myself in my

own words Then, | pasted my own sentence into Quill Bot to see if there were any better alternatives

(or synonymsJor certain wordghat could potentially be used instead. For exanipléne discussion |

initially wrote the following sentence (inmy ownword§)One essential strength i
a validated theoretical framework, because it has been used in previous validation.&W#flers
insertingthis phrasento Quill Bot, the new sentengceadsé One f undament al strengt
used a validated theoretical framework, as it has been employed in previous validation&tfudles

Bot provided multiple alternatives (or synonyms) for the woedsentia 6 b e ¢ aandkusedh As

you can see, | have changed these wordsfatmlamenta 6 a anéd@&mployed to make the sentence

more professional. Another example is tinstEentence from the summary:H e ardlatett stigma can

be defined as a process in which persons with certain health conditions experience negative perceptions
and attit ude®uil Bat providesl @lternagitey osydonymsfor the wordsé c an, b e d

0 e x p e randdmceeegy@and weee dherefore changed infoH e adlatett stigma is defined as a

process in which persons with certain health conditions face adverse perceptions and attitudes from

society. 0

86



	Summary
	1. Introduction
	2. Contextual background
	2.1 Leprosy in Madhesh province, Nepal
	2.2 Health-related stigma scales
	2.3 Development of the PSI

	3. Theoretical background
	3.1 The model of equivalence
	3.2 Quality criteria for psychometric properties of health-related questionnaires
	3.3 Conceptual framework
	3.4 Operationalisation of the conceptual framework
	3.5 Research questions

	4. Methodology
	4.1 Research design
	4.2 Study population and sampling
	4.3 Data collection
	4.3.1 Qualitative data collection
	4.3.2 Quantitative data collection

	4.4 Data analysis
	4.4.1 Qualitative data analysis
	4.4.2 Quantitative data analysis

	4.5 Quality control
	4.6 Ethical considerations

	5. Results
	5.1 Qualitative results
	5.1.1 Socio-demographics of participants from the semi-structured interviews
	5.1.2 Assessment of semantic validity
	5.1.3 Assessment of item validity
	5.1.4 Assessment of operational validity
	5.1.5 Adjustments to the Positive Stigma Inquiry

	5.2 Quantitative results
	5.2.1 Socio-demographics of participants from the questionnaires
	5.2.2 Score characteristics of health-related stigma scales
	5.2.3 Assessment of measurement validity


	6. Discussion
	6.1 Semantic validity
	6.2 Item validity
	6.3 Operational validity
	6.4 Measurement validity
	6.5 Reflection on theoretical framework
	6.6 Strengths and limitations
	6.7 Recommendations for future research
	6.8 Conclusion

	7. References
	Appendix I: The equivalence concepts
	Appendix II: Informed consent forms
	II.I Informed consent form for interviews
	II.II Informed consent form for questionnaires

	Appendix III: Socio-demographic form
	Appendix IV: Semi-structured interview guide
	Appendix V: Positive Stigma Inquiry
	V.I The first English version of the PSI
	V.II The English version of the PSI used for the quantitative phase
	V.III The (final) English version of the PSI following the quantitative analysis
	V.IV The first Maithili version of the PSI
	V.V The Maithili version of the PSI used for the quantitative phase

	Appendix VI: Explanatory Model Interview Catalogue Community Stigma Scale
	VI.I The English version of the EMIC-CSS
	VI.II The Maithili version of the EMIC-CSS

	Appendix VII: Social Distance Scale
	VII.I The English version of the SDS
	VII.II The Maithili version of the SDS

	Appendix VIII: Village areas in the quantitative study
	Appendix IX: Codebook
	Appendix X: Discrepancies table for the PSI
	Appendix XI: Ethical approval
	Appendix XII: AI statement

